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DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  AND  EDUCATION,  AND 
RELATED  AGENCIES  APPROPRIATIONS  FOR 
FISCAL  YEAR  1995 


TUESDAY,  MARCH  1,  1994 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 
The  subcommittee  met  at  10:03  a.m.,  in  room  SD-192,  Dirksen 
Senate  Office  Building,  Hon.  Tom  Harkin  (chairman)  presiding. 
Present:  Senators  Harkin  and  Mack. 

NONDEPARTMENTAL  WITNESSES 

OPENING  REMARKS  OF  SENATOR  HARKIN 

Senator  Harkin.  Good  morning  everyone,  and  welcome  to  the 
Senate  Committee  on  Appropriations.  We  are  beginning  our  public 
witness  hearings  for  the  Subcommittee  on  Labor,  Health  and 
Human  Services,  and  Education  and  Related  Agencies.  This  is  the 
opening  hearing  on  the  fiscal  1995  budget  for  our  subcommittee. 

Today,  we  will  begin  a  series  of  hearings  to  hear  testimony  from 
150  public  witnesses.  This  year,  the  committee  had  requests  from 
263  individuals  and  public  organizations  to  testify  before  the  sub- 
committee. Because  of  the  limitations  of  time  we  could  only  sched- 
ule 150  individuals  and  organizations  who  wrote  to  us.  I  regret 
that  we  cannot  hear  everyone,  but  the  committee  has  made  it 
known  to  those  who  did  not  make  the  cutoff  that  we  would  be 
pleased  to  publish  their  statements  in  the  hearing  record. 

In  order  to  keep  on  schedule  we  will  use  this  red  light/yellow 
light/green  light  system  which  will  give  each  witness  3  minutes  to 
summarize  the  key  points  of  their  statement.  The  yellow  warning 
light  will  go  on  when  you  have  1  minute  remaining.  When  the  red 
light  goes  on,  I  request  that  the  witness  complete  their  statement 
as  rapidly  as  possible.  This  system  will  ensure  that  everyone  gets 
a  fair  and  equal  chance  to  address  the  subcommittee. 

Today,  we  will  be  hearing  from  a  number  of  important  organiza- 
tions representing  programs  funded  by  the  National  Institutes  of 
Health  along  with  a  number  of  other  programs  at  the  Department 
of  Health  and  Human  Services.  I  look  forward  to  the  advice  of  each 
one  of  you  in  making  the  many  difficult  decisions  that  face  us  dur- 
ing this  year's  appropriations  cycle. 

Let  me  also  state  at  the  beginning  that  it  is  my  practice  to  take 
home  this  big  book  with  me,  and  last  night  I  read  through  every 

(1) 


one  of  the  statements  that  the  witnesses  will  be  making  today.  I 
just  want  you  to  know  that  I  always  read  them  the  evening  before. 
So  that  if  you  feel  like  you  are  constrained  in  your  time,  I  want 
you  to  make  the  most  important  points  you  can,  but  rest  assured 
that  your  statements  have  been  read  in  their  entirety. 

Before  beginning  today's  hearing,  let  me  briefly  discuss  the  seri- 
ousness of  the  severe  budgetary  problems  we  have  facing  us.  First 
of  all,  we  have  to  take  a  look  at  the  overall  numbers  for  discre- 
tionary spending.  The  reconciliation  bill  passed  last  year  essen- 
tially freezes  discretionary  outlays  over  the  next  5  years.  Fiscal 
1995  outlays,  $541.3  billion,  are  actually  less  than  total  outlays  for 
fiscal  year  1993,  $547.5  billion.  That  means  as  far  as  discretionary 
spending  is  concerned  we  are  in  a  zero  sum  situation,  and  that  is 
what  these  charts  up  here  are  about  [indicating]. 

If  you  see  the  discretionary  outlays,  you  will  see  that  in  fact  we 
are  even  below  a  hard  freeze.  The  chart  on  the  left  with  the  green, 
red,  and  black  lines  indicates  that  the  green  line  is  the  baseline 
with  inflation.  That  means  if  we  just  increase  for  inflation  all  the 
programs  we  have  in  discretionary  spending  the  green  line  would 
look  like  that  from  1994  to  1998.  The  hard  freeze  if  we  just  froze 
everything  would  be  the  red  line,  and  you  can  see  the  black  line 
is  the  budget  resolution  that  we  passed. 

We  are  actually  below  a  hard  freeze  this  year  and  next  year,  and 
then  when  we  get  up  to  1996,  1997,  and  into  1998,  we  will  be  at 
a  hard  freeze  level.  So  the  gap  between  the  green  line  and  the 
black  or  the  green  line  and  the  red  is  the  difference  in  what  we 
have  been  used  to  and  what  we  are  going  to  have  to  abide  by  with 
the  budget  we  have  passed.  Every  program  dollar  we  increase  over 
last  years  level  will  have  to  be  subtracted  from  somewhere  else, 
and  again,  we  are  not  even  talking  about  inflationary  growth. 

Discretionary  outlays  are  $62  billion  less  than  what  we  need  to 
match  inflation.  So  it  is  not  just  to  keep  us  at  last  year's  level.  We 
cannot  even  do  that  with  everjrthing  that  we  have  in  the  discre- 
tionary budget.  So  our  subcommittee  faces  a  serious  crisis  for  next 
year  in  outlays. 

For  example,  the  budget  that  the  President  sent  down,  includes 
$730  million  for  the  Low-Income  Home  Energy  Assistance  Pro- 
gram. That  is  a  $707  million  decrease  from  last  year,  or  a  50-per- 
cent cut  in  LIHEAP.  We  can  always  hope  that  next  year  will  not 
be  severe,  but  we  do  not  know.  If  the  winter  is  like  this  year  we 
are  going  to  need  that  money.  But  a  50-percent  cut  is  severe.  In 
other  words,  since  it  is  a  high  spend-out,  if  we  just  were  to  bring 
that  back  up  to  last  year's  levels  we  would  have  to  find  about  $650 
million  someplace. 

Further  squeezing  our  outlays  is  an  administration  proposal  to 
delay  about  $300  million  in  obligations  in  the  Department  of 
Health  and  Human  Services.  There  is  also  a  pause.  Now,  this  is  a 
pause  in  indirect  cost  payments  to  universities  and  other  research 
institutions.  Again,  this  accounts  for  savings  of  about  $60  to  $80 
million. 

So  what  I  am  saying  to  all  of  you,  and  I  will  continue  to  say  this 
to  all  the  witnesses,  is  that  these  three  proposals  create  about  a  $1 
billion  outlay  problem  for  this  subcommittee,  and  that  is  a  crisis  for 
this  subcommittee.  If  we  fail  to  get  the  necessary  allocation  we  will 


be  forced  to  make  some  very,  very  tough  choices.  And  I  hope  that 
the  testimony  presented  to  this  subcommittee  today  and  over  the 
next  few  weeks  will  help  us  in  making  some  of  those  decisions. 

Now  again,  I  am  going  to  ask  several  witnesses  to  come  to  the 
table  at  the  same  time.  We  will  go  down  the  list  as  I  have  them 
here  on  a  piece  of  paper. 

I  am  particularly  proud  to  open  today's  hearing  with  a  distin- 
guished celebrity  panel  who  will  be  followed  by  several  distin- 
guished lowans.  These  witnesses  have  much  to  contribute  to  the 
debate  over  priorities  in  our  bill,  and  I  will  pay  particular  attention 
to  their  advice  as  we  craft  the  appropriations  bill  for  1995. 
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STATEMENT  OF  MARY  TYLER  MOORE,  JUVENILE  DL\BETES  FOUNDA- 
TION INTERNATIONAL 

Senator  Harkin.  For  our  first  panel,  I  would  like  to  call  to  the 
table  Ben  Vereen,  Mary  Tyler  Moore,  and  Chris  Burke  who  is  ac- 
companied by  Donna  Rosenthal,  if  you  could  please  come  to  the 
table,  you  will  be  our  leadoff  witnesses.  Donna  Rosenthal  and  Chris 
Burke  with  National  Down  Syndrome;  Mary  Tyler  Moore,  Juvenile 
Diabetes  Foundation  International;  and  Friends  of  the  National  In- 
stitute on  Deafness  Communication  Disorders,  Ben  Vereen  and  Bob 
Ruben. 

Good  morning.  Let  us  start  with  our  first  witness  on  the  left, 
Mary  Tyler  Moore.  And  I  welcome  again.  You  were  a  witness  yes- 
terday for  a  kickoff  on  the  Harkin-Hatfield  amendment.  I  appre- 
ciate your  being  here  today. 

I  must  say  to  the  audience  what  I  told  you  earlier,  that  as  my 
daughter  Amy  was  rushing  to  go  to  school — she  is  a  senior  in  high 
school  this  year — she  sat  down  at  the  table  and  opened  a  news- 
paper and  said,  "Dad,  guess  who  you  are  in  the  paper  with." 

Not  that  I  was  in  the  paper,  you  understand.  It  was  that  I  was 
in  the  paper  with  someone.  It  is  Mary  Tyler  Moore.  And  she 
thought  that  was  very  exciting.  As  I  told  you,  I  have  reached  a  new 
stature  in  my  daughter's  eyes  now.  Thank  you. 

Ms.  Moore.  Well,  I  felt  that  I  reached  a  new  stature,  too,  so 
thank  you. 

Senator  Harkin.  You  are  very  kind.  Welcome,  Mary,  and  please 
proceed. 

Ms.  Moore.  Mr.  Chairman  and  members  of  the  committee,  good 
morning.  On  behalf  of  the  Juvenile  Diabetes  Foundation  Inter- 
national and  the  more  than  13  million  Americans  suffering  from  di- 
abetes and  its  complications,  I  would  like  to  thank  you  not  only  for 
the  opportunity  to  appear  before  you  today,  but  also  for  the  unwav- 
ering leadership  and  commitment  you  continue  to  give  our  search 
for  a  cure. 

I  appear  before  you  today  as  the  international  chairman  of  JDF, 
a  voluntary  health  organization  committed  to  the  idea  that  through 
research  we  can  improve  the  quality  of  life  for  persons  with  diabe- 
tes and  eventually  cure  this  dreadful  disease.  I  also  appear  before 
you  today  as  a  person  who  knows  first  hand  what  it  has  meant  to 
live  with  diabetes  for  27  years. 

I  share  a  mission  with  millions  of  Americans  who  suffer  from  di- 
abetes. That  mission  is  to  beat  the  clock,  to  raise  money  for  re- 
search, to  find  a  cure  before  millions  more  face  head-on  a  grab-bag 
full  of  complications  including  blindness,  kidney  failure,  heart  dis- 
ease, stroke,  neurological  disorders,  and  death  at  an  early  age. 

Thanks  in  large  part  to  your  leadership,  Mr.  Chairman,  we  may 
soon  accomplish  our  mission.  Because  of  your  and  your  colleagues' 
unwavering  support  of  biomedical  research  and  the  National  Insti- 
tutes of  Health,  major  progress  is  being  made  every  day.  In  fact, 
in  just  the  last  few  months  two  major  diabetes  research  break- 
throughs were  announced,  one  that  could  reduce  the  threat  of  kid- 
ney failure  in  persons  with  diabetes,  the  other  which  gives  us  clues 
that  could  lead  to  the  development  of  a  method  to  prevent  the 
onset  of  diabetes  in  people  who  are  genetically  predisposed  to  the 
disease. 
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These  are  just  two  of  the  many  breakthroughs  which  are  Hsted 
in  greater  detail  in  our  statement  presented  for  the  record.  I  do, 
however,  want  to  mention  one  particularly  important  avenue  of  re- 
search, the  search  for  the  diabetes  genes.  Three  years  ago  the  dia- 
betes community  appeared  before  you  to  tell  you  about  an  oppor- 
tunity to  cure  diabetes  by  identifying  the  genes  which  are  respon- 
sible for  its  onset.  The  key  to  preventing  diabetes  is  to  alter  the  ini- 
tial genetic  tendency  toward  diabetes.  If  these  genes  can  be  identi- 
fied and  a  way  can  be  found  to  turn  them  off  diabetes  could  actu- 
ally be  prevented. 

Grenetic  research  is  also  relevant  for  people  like  myself  who  al- 
ready have  the  disease.  Through  genetic  engineering  techniques 
scientists  are  optimistic  that  we  can  cure  diabetes,  either  by  taking 
other  tissue  to  do  the  job  of  the  insulin-producing  cells  that  the  pa- 
tient's body  has  destroyed  or  by  transplanting  insulin-producing 
cells  with  genetic  markers  that  the  body  will  recognize  and  con- 
sequently not  reject. 

Three  years  ago  we  asked  this  committee  to  make  a  commitment 
to  this  most  promising  endeavor  by  providing  a  special  multiyear 
appropriation  of  $30  million.  This  subcommittee  understood  the  po- 
tential behind  the  research  and  responded  by  providing  $18  million 
over  the  last  3  years,  specifically  for  the  search  for  the  diabetes 
gene  initiative. 

But  while  this  important  initiative  has  received  increasing  atten- 
tion, hundreds  of  other  meritorious  diabetes  research  projects  have 
been  less  fortunate.  Representatives  from  JDF  recently  paid  a  visit 
to  the  NIDDK,  where  we  were  told  that  literally  hundreds  of  ap- 
proved diabetes  research  proposals  are  not  being  funded.  In  1992 
the  NIDDK  was  able  to  fund  628  new  and  competing  grants.  In 
1993  the  number  of  funded  grants  was  a  disappointing  466.  Over- 
all, NIDDK  is  funding  only  the  top  13  percent  of  approved  and  rec- 
ommended research  projects,  compared  with  funding  of  the  top  30 
percent  just  a  few  years  ago.  Furthermore,  approved  grant  funds 
are  being  decreased  25  percent  below  study  section  recommenda- 
tions. 

Diabetes  is  one  of  our  Nation's  leading  causes  of  morbidity  and 
mortality.  Therefore,  research  dollars  for  NIDDK  have  potentially 
one  of  the  highest  returns  of  any  institute  at  the  NIH.  Regrettably, 
the  administration  appears  not  to  agree.  Last  month,  the  Presi- 
dent's budget  recommended  a  funding  increase  of  only  2.1  percent 
for  the  NIDDK,  an  increase  that  is  less  than  one-half  of  the  in- 
crease recommended  for  the  NIH  overall  because  other  research 
priorities  have  been  given  precedence. 

Mr.  Chairman  and  members  of  the  subcommittee,  I  do  not  wish 
to  pit  one  disease  against  another.  Rather,  I  am  encouraging  you 
to  provide  ample  funds  to  both  the  NIH  as  a  whole  and  NIDDK  in 
particular  to  ensure  that  as  the  tide  comes  in  all  boats  rise.  Specifi- 
cally, JDF  and  the  160  organizations  that  comprise  the  ad  hoc 
froup  for  medical  research  urge  this  subcommittee  to  appropriate 
11.95  billion  for  the  NIH,  a  9-percent  increase  over  fiscal  year 
1994.  We  also  allocate  that  you  allocate  $798  million  for  the 
NIDDK,  a  recommendation  endorsed  by  the  groups  that  comprise 
the  NIDDK  coalition.  Finally,  we  ask  you  to  provide  the  remaining 
$12  million  for  the  search  for  the  diabetes  genes  initiative. 


Medical  research  is  expensive,  and  the  dollar  amounts  that  we 
are  requesting  here  today  are  indeed  large.  However,  the  increases 
that  we  seek  for  the  NIH,  the  NIDDK,  and  the  diabetes  genes  ini- 
tiative are  comparatively  small  when  considered  in  the  context  of 
skyrocketing  costs  in  both  dollars  and  lives  associated  with  diabe- 
tes. According  to  recently  published  reports  by  the  American  Diabe- 
tes Association,  diabetes  is  estimated  to  cost  this  country  nearly 
$92  billion  in  1994.  Yet  we  spend  less  than  $300  million  on  diabe- 
tes research. 

Similarly,  the  Commerce  Department  projects  that  health  care 
costs  in  this  country  are  expected  to  surpass  $1  trillion  in  1994.  Yet 
less  than  1.5  percent  of  that  total  is  devoted  to  medical  research. 
In  this  year  of  health  care  reform  it  seems  odd  to  me  that  we  do 
not  invest  more  in  research,  the  one  area  that  would  have  the  most 
dramatic  impact  on  health  care  costs. 

In  this  vein,  Mr.  Chairman,  I  thank  you  for  your  commitment  to 
and  leadership  on  the  fund  for  health  research,  a  legislative  initia- 
tive that  you  sponsored  which  would  include  a  permanent,  secure, 
supplemental  funding  mechanism  for  the  National  Institutes  of 
Health  within  the  health  care  reform  legislation  that  is  ultimately 
approved  by  Congress.  Please  know  that  the  Juvenile  Diabetes 
Foundation  will  do  all  that  we  can  to  advance  this  important  pro- 
posal. 

PREPARED  STATEMENT 

However,  even  when  such  a  supplemental  mechanism  is  ap- 
proved, as  you  Mr.  Chairman  have  said,  it  must  provide  an  addi- 
tion to  NIH  research  funding,  not  substitute  for  current  appropria- 
tions. I  hope  this  subcommittee  will  continue  to  make  an  invest- 
ment in  America's  future  through  higher  funding  for  diabetes  re- 
search. There  is  a  cure,  it  is  within  our  grasp,  and  together  we  will 
find  it. 

I  thank  you  for  your  time  and  attention. 

[The  statement  follows:] 

Statement  of  Mary  Tyler  Moore 

The  Juvenile  Diabetes  Foundation  International  ("JDF")  appreciates  this  oppor- 
tunity to  present  its  views  regarding  fiscal  year  1995  appropriations  for  the  Na- 
tional Institutes  of  Health  ("NIH")  and  other  Federal  diabetes  research  "and  control 
programs.  JDF  is  an  international  voluntary  health  organization  of  over  112  chap- 
ters and  affiliates  throughout  the  U.S.  and  the  world  dedicated  to  furthering  re- 
search In  diabetes  and  improving  the  quality  of  life  of  persons  with  diabetes. 

Nineteen  years  ago,  the  Federal  government  embarked  In  earnest  to  implement 
the  National  Diabetes  Advisory  Board's  ("NDAB")  first  Long  Range  Plan  to  Combat 
Diabetes.  In  1975,  there  was  no  Federal  diabetes  initiative  to  speak  of— very  little 
funding  and  no  infrastructure.  Those  of  you  who  served  on  the  Appropriations  Com- 
mittee at  that  time  heard  our  message.  This  Committee  and  the  Congress  created 
the  National  Commission  on  Diabetes  which,  in  1975,  issued  the  Long  Range  Plan 
to  Combat  Diabetes.  The  Long  Range  Plan  provided  a  blueprint  for  a  major  research 
onslaught  on  diabetes. 

Beginning  with  the  publication  of  the  1975  Long  Range  Plan,  you  heeded  our  call 
and  provided  funds  for  diabetes  research — nearly  $4  billion  since  1975.  The  Invest- 
ment you  have  made  has  paid  enormous  dividends.  Unlike  nineteen  years  ago,  we 
now  have  a  reasonable  basis  for  being  optimistic  about  a  cure  and  prevention  of  this 
insidious  disease. 

The  NDAB's  most  recent  Annual  Report  chronicles  the  remarkable  research 
progress  made  In  just  19  years,  all  advances  coming  thanks  to  the  support  of  Fed- 
eral research  dollars.  These  include:  identification  of  genetic  markers  which  can  be 


10 

used  to  determine  the  risk  of  developing  diabetes  and  for  preventing  the  disease  in 
the  fuhire;  production  of  new  forms  of  purified  insulin,  including  numan  insulin, 
which  reduce  the  risk  of  insulin  allergies  and  ensure  a  continuing  supply  of  this 
vital  hormone;  development  of  laser  photocoagulation  procedures  that  reduce  the 
risk  of  blindness  from  diabetic  eye  disease;  improved  methods  for  measuring  and 
regulating  blood  sugar  in  persons  with  diabetes;  like  home  glucose  monitors  and  the 
insulin  pump;  and  successful  kidney  transplant  operations  tor  patients  with  diabetic 
kidney  nephropathy. 

Recent  headlines  tell  the  story  of  the  more  current  diabetes  research  break- 
throughs: 

"Drug  Found  to  Delay  Kidney  Failure  in  Diabetics" — New  York  Times,  November 
11,  1993. 

Researchers  recently  discovered  that  a  drug  currently  used  to  treat  high  blood 

Eressure,  Captopril,  also  reduces  the  risk  of  kidney  failure  in  persons  with  diabetes 
y  as  much  50  percent. 

"Researchers  Develop  Way  to  Prevent  Juvemle-Onset  Diabetes  in  Lab  Mice" — 
Washington  Post,  November  4,  1993. 

By  injecting  a  certain  protein  into  mice  that  were  genetically  predisposed  to  diabe- 
tes, researchers  were  able  to  stave  off  the  autoimmune  response  which  attacks  the 
pancreas  and  causes  the  onset  of  diabetes.  Because  mouse  diabetes  is  almost  iden- 
tical to  human  Type  I  diabetes,  the  researchers  will  be  ready  to  test  their  tech- 
niques on  humans  within  5  years. 

Diabetics  Can  Avoid  Compilations  With  a  Stricter  Regimen,  Study  Says" — Wash- 
ington Post,  June,  14,  1993. 

Results  of  a  10-year  landmark  clinical  trial  supported  by  the  NIDDK — the  Diabe- 
tes Control  and  Complications  Trial  (DCCT) — Inmcate  that  tightly  controlled  blood 
glucose  levels  dramatically  reduce  the  risk  of  developing  the  life-threatening  com- 
plications that  commonly  accompany  diabetes.  In  fact,  the  study  concluded  that 
complications  commonly  associated  with  diabetes,  such  as  blindness  and  kidney  fail- 
ure, could  be  reduced  by  as  much  as  50  percent  to  75  percent. 

AT  THE  CROSSROADS:  A  CRISIS  YET  UNRESOLVED 

Congress'  willingness  to  invest  in  the  Long  Range  Plan  has  yielded  remarkable 
dividends  in  terms  of  ameliorating  the  human  suffering  from  the  scourge  of  diabetes 
and  providing  the  potential  for  a  cure.  However,  despite  the  cause  for  optimism  in 
diabetes  research,  the  specter  of  diabetes  and  its  devastating  complications  remains 
pervasive.  In  the  United  States: 

Diabetes  is  the  third  leading  cause  of  death  by  disease;  diabetes  is  the  leading 
cause  of  new  cases  of  adult  blindness;  diabetes,  the  single  largest  cause  of  kidney 
failure,  accounts  for  over  one  third  of  new  cases  of  end  stage  renal  disease  ("ESRD"), 
and  is  projected  to  account  for  50  percent  of  these  cases  by  the  year  2000;  diabetes 
accounts  for  over  half  the  incidence  of  non-traumatic  amputations;  heart  disease  is 
twice  as  common  and  more  often  fatal  In  persons  with  diabetes  than  in  the  general 
population;  and  diabetes  is  a  leading  cause  of  perinatal  complications. 

Diabetes  also  has  staggering  economic  effects.  In  fact,  a  study  recently  released 
by  the  American  Diabetes  Association  found  that  diabetes  costs  our  country  nearly 
$92  billion  per  year  in  direct  and  indirect  expenses.  A  commitment  to  diabetes  re- 
search could  reap  huge  savings,  for  example: 

The  annual  cost  of  care  for  the  blind  due  to  diabetic  retinopathy  is  more  than 
$454  million;  the  annual  hospital  costs  for  amputations  related  to  diabetes  exceed 
$302  million;  and  the  annual  Medicare  costs  for  diabetes-related  kidney  disease  is 
more  than  $450  million,  a  number  which  is  expected  to  double  in  the  next  decade. 

A  TIME  FOR  RECOMMITMENT:  JDK'S  FISCAL  YEAR  1995  APPROPRIATIONS 
RECOMMENDATIONS  FOR  THE  NATIONAL  INSTITUTES  OF  HEALTH 

Despite  Congress'  strong  support  over  the  years,  the  current  budgetary  climate 
has  brought  the  medical  research  enterprise  to  the  brink  of  crisis.  While  our  nation 
has  for  many  years  been  the  world  leader  in  medical  research,  there  are  increasing 
signs  of  stress  in  the  system  which  together  suggest  that  the  infrastructure  is  in 
decline.  The  signs  are  ominous.  Fewer  and  fewer  new  and  competing  research 
projects  are  awarded  grants,  and  when  they  are,  they  receive  only  partial  funding. 
In  fact,  in  fiscal  year  1992,  the  NIDDK  was  able  to  fund  628  new  and  competing 
grants.  In  1993,  the  number  of  funded  grants  was  an  inadequate  466.  Overall, 
NIDDK  is  funding  only  the  top  13  percent  of  approved  grants  compared  with  the 
top  30  percent  just  a  few  years  ago.  Increasing  numbers  of  scientists — especially 
young  ones — are  discouraged  by  funding  instability  from  entering  or  continuing 
medical  research  careers.  Reduced  funding  is  available  for  training  of  basic  sci- 
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entists  and  clinical  researchers.  And,  federally-supported  laboratory  facilities  and 
equipment  are  deteriorating  rapidly. 

JDF  recommends  that  Congress  appropriate,  at  a  minimum,  $11.96  billion  for  Na- 
tional Institutes  of  Health  in  fiscal  year  1995,  as  recommended  by  the  Ad  Hoc 
Group  for  Medical  Research  Funding.  This  request  represents  a  9  percent  increase 
in  the  NIH  budget  over  fiscal  year  1994.  The  Ad  Hoc  Group  recommendation  would 
provide  sustainable  growth  for  investigator-initiated  research,  support  for  both  ex- 
isting and  new  research  centers  and  clinical  trials,  and  enhanced  support  for  the 
research  infrastructure. 

Similarly,  JDF  joins  the  American  Diabetes  Association  and  the  NIDDK  Coalition 
in  recommending  a  funding  increase  for  the  National  Institute  of  Diabetes  and  Di- 
gestive and  Kidney  Diseases  to  $798  million  for  fiscal  year  1995,  and  increase  of 
11.5  percent  over  fiscal  year  1994. 

DIABETES-SPECIFIC  INITIATIVES 

Three  years  ago,  JDF  and  the  diabetes  community  embarked  on  an  initiative  to 
promote  a  particularly  exciting  area  of  diabetes  research  which  holds  great  promise 
for  a  means  of  finding  not  only  a  cure  for  diabetes,  but  also  to  prevent  the  onset 
of  diabetes  as  well. 

The  research  involves  the  search  for  the  genes  which  are  responsible  for  the  onset 
of  diabetes  and  its  complications.  The  last  decade  has  witnessed  an  explosion  in 
knowledge  and  scientific  methods  allowing  the  isolation  of  genes  responsible  for  a 
few  but  growing  number  of  severe  human  diseases.  In  1989,  an  intensive  five-year 
effort  culminated  in  the  cloning  and  sequencing  of  the  gene  responsible  for  cystic 
fibrosis.  A  similarly  stunning  breakthrough  came  in  1992  when  scientists  identified 
the  genes  responsible  for  Huntington's  disease.  These  crowning  achievements  have 
had  a  dramatic  effect  on  research  into  the  cause  and  cure  of  these  diseases.  Similar 
scientific  approaches  are  being  directed  toward  the  search  for  the  diabetes  genes. 

Finding  the  diabetes  genes  could  have  a  dramatic  effect  on  research  into  the 
cause,  cure,  and  prevention  of  diabetes,  just  as  the  cloning  and  sequencing  of  the 
gene  responsible  for  cystic  fibrosis  and  Huntington's  disease  represent  a  major 
breakthrough  in  the  war  on  those  diseases.  While  the  task  with  regard  to  diabetes 
is  more  complex,  there  is  significant  cause  for  hope.  In  fact,  meaningful  progress  has 
already  been  made.  Three  years  ago,  a  dramatic  discovery  uncovered  a  diabetes  sus- 
ceptibility gene  in  insulin-dependent  diabetes  meliitus  ("IDDM").  This  gene  appears 
to  be  necessary,  but  not  completely  sufficient,  to  cause  the  disease.  Scientists  now 
believe  that  additional  genes  are  involved,  and  there  is  an  urgent  need  to  search 
for  these  other  contributing  genes. 

Identification  of  the  diabetes-related  genes,  and  its  potential  for  preventing  onset 
of  diabetes,  is  relevant  to  families  presently  unaffected  by  the  disease.  The  key  to 
preventing  diabetes  is  to  alter  the  initial  genetic  tendency  toward  diabetes — if  these 
genes  can  be  identified  and  a  way  can  be  found  to  "turn  them  off',  diabetes  could 
actually  be  prevented. 

Genetic  research  is  also  relevant  to  the  13  million  Americans  who  already  have 
the  disease.  One  of  the  major  theoretical  approaches  to  curing  diabetes  is  to  find 
other  tissue  to  do  the  job  of  the  insulin-producing  cells  that  the  patient's  own  body 
has  destroyed.  We  need  to  find  other  cells  in  the  body  and  teach  them  to  produce 
insulin  in  response  to  elevated  blood  sugar  levels.  In  order  to  accomplish  this,  sci- 
entists must  learn  what  the  genetic  mechanisms  are  which  (1)  teach  the  cells  how 
to  produce  insulin  and  (2)  teach  the  cells  how  to  react  to  blood  sugar.  If  a  way  can 
be  found  to  take  these  genetic  mechanisms  and  translate  them  or  transfer  them 
from  the  beta  cell  (the  body's  natural  insulin-producing  cell)  into  another  type  of  cell 
in  the  body,  then  scientists  will  be  able  to  teach  a  new  cell  to  take  over  the  insulin- 
producing  role  of  the  beta  cell. 

In  the  three  years  since  we  launched  the  "Search  for  the  Diabetes  Genes"  initia- 
tive. Congress  has  recognized  the  importance  of  this  promising  area  of  research  and 
responded  by  earmarking  an  additional  $18  million  specifically  for  the  "Search  for 
the  Diabetes  Genes".  With  this  money,  to  date,  the  NIDDK  has  been  able  to  expand 
support  for  diabetes  genes  research  by  funding  eight  new  grants,  including  two  new 
Diabetes  interdisciplinary  Research  Programs  and  six  new  or  competing  regular  re- 
search grants.  The  two  interdisciplinary  Centers  are  currently  investigating  the  ge- 
netically controlled  molecular  mechanisms  associated  with  Insulin  secretion  and  the 
genetically-related  immunologic  basis  of  beta  cell  destruction.  The  ROl  grants, 
meanwhile,  are  devoted  to  several  key  avenues  of  scientific  opportunity  related  to 
the  search  for  candidate  genes  for  both  insulin-dependent  and  non-insulin-depend- 
ent diabetes,  including  the  examination  of  genetics  in  IDDM  families;  the  study  of 
genetic  regulation  of  glucose  transport  in  the  normal  diabetic  states;  and  the  inves- 
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tigation  of  the  immune  response  that  causes  the  rejection  of  transplanted  pancreatic 
tissue. 

For  fiscal  year  1994,  the  NIDDK  has  developed  the  next  step  in  the  "Search  for 
the  Diabetes  Genes,"  a  program  initiative  which  is  intended  to  foster  the  incorpora- 
tion of  state-of-the-art  molecular  genetic  research  techniques  into  diabetes  research 
to  identify  specific  genetic  elements  that  are  relevant  to  diabetes  and  its  complica- 
tions. The  following  are  components  of  this  initiative: 

Control  of  Gene  Expression  in  the  Beta  Cell  and  Insulin  Target  Tissues  by  Insu- 
lin, Glucose,  and  Other  Metabolic  Intermediaries;  Autoimmune  Pathenogenesis  of 
IDDM;  Development  of  Genetic  Probes  to  identify  linkage  in  Diabetic  Families;  and 
Analysis  of  Diabetes  and  its  Complications  Using  Transgenic  Animals. 

So  that  the  NIDDK  can  adequately  pursue  these  important  components,  this  year, 
JDF  and  the  diabetes  community  ask  Congress  to  complete  development  of  this  $30 
million  initiative  by  providing  the  remaining  $12  million  as  an  additional  special  ap- 
propriation for  NIDDK  in  fiscal  year  1995  for  targeted  research  into  the  genetic  as- 
pects of  diabetes. 

oof's  fiscal  year  1995  APPROPRIATIONS  RECOMMENDATIONS  FOR  THE  CENTERS  FOR 

DISEASE  CONTROL  AND  PREVENTION 

The  Centers  for  Disease  Control  and  Prevention  ("CDC")  has  spearheaded  a  num- 
ber of  very  significant  programs  designed  to  implement  the  original  Long  Range 
Plan.  CDC  has  already  evaluated  and  improved  local  patient  education  resources; 
sponsored  workshops  for  dietitians  and  other  members  of  the  diabetes  health  care 
team;  designed  systems  to  identify  and  assimilate  data  on  high  risk  diabetic  popu- 
lation groups;  and  provided  surveillance  of  diabetes  registries.  The  cost-effective  ap- 
plication of  current  diabetes  treatment  information  is  being  demonstrated  through 
diabetes  control  programs  in  26  states.  Thanks  to  a  significant  infusion  of  funds  in 
fiscal  year  1994,  the  CDC  expects  to  expand  the  diabetes  control  program  to  be- 
tween 35  and  40  states  this  year.  Nonetheless,  this  program  is  still  severely  under 
funded.  JDF  believes  that  the  diabetes  control  program  should  be  expanded  to  all 
states  and  territories.  Such  a  goal  could  be  achieved  with  $51.6  million  in  new  mon- 
ies. In  total,  JDF  recommends  a  fiscal  year  1995  funding  level  of  $69.5  million  for 
the  CDC  Division  of  Diabetes  Translation. 

CONCLUSION 

This  Committee  made  history  in  helping  to  create  the  National  Commission  on 
Diabetes,  whose  Long  Range  Plan  became  the  foundation  for  the  Federal  diabetes 
effort.  Last  year,  this  Committee  again  showed  its  commitment  to  the  Long  Range 
Plan  and  to  eradicating  diabetes  by  appropriating  funds  for  the  avenue  of  research 
that  is  most  likely  to  lead  to  a  cure  for  this  dread  disease,  diabetes  genes  research. 
Only  through  adherence  to  the  Plan,  and  financial  expansion  of  the  research  it  rec- 
ommends, will  we  find  a  cure  for  diabetes.  We  urge  you  to  continue  the  progress 
you  have  started. 

SUMMARY  OF  RECOMMENDATIONS 

National  Institutes  of  Health — $11.95  biUion. 

The  Juvenile  Diabetes  Foundation  international  urges  Congress  to  provide  at 
least  a  9  percent  increase  over  fiscal  year  1994  funding  levels,  as  recommended  by 
the  Ad  Hoc  Group  for  Medical  Research  Funding,  for  the  National  Institutes  of 
Health  ("NIH"). 

National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases — $798  million. 

Within  NIH,  we  recommend  that  the  National  Institute  for  Diabetes  and  Diges- 
tive and  Kidney  Diseases  ("NIDDK")  be  appropriated  $798  million,  an  increase  of 
nearly  11.5  percent.  This  recommendation  is  consistent  with  that  of  the  American 
Diabetes  Association  and  the  NIDDK  Coalition. 

Search  for  the  Diabetes  Genes  Initiative — $12  million. 

To  continue  valuable  research  toward  identifying  the  genes  that  cause  diabetes, 
JDF  strongly  urges  Congress  to  provide  a  special  appropriation  of  $12  million  for 
fiscal  year  1995  within  the  NIDDK  specifically  designated  for  the  "Search  for  the 
Diabetes  Genes"  initiative. 

CDC's  National  Diabetes  Control  Program — $69.5  million. 

We  also  recommend  that  Congress  provide  $51.6  million  in  new  monies  for  the 
Division  of  Diabetes  Translation  within  the  Centers  for  Disease  Control  and  Preven- 
tion bringing  the  total  level  of  funding  up  to  $69.5  million  for  fiscal  year  1995. 
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Senator  Harkin.  Mary,  thank  you  very  much  for  your  testimony, 
and  thank  you  for  using  that  word,  invest.  I  will  get  back  to  you 
in  a  second.  Let  us  go  down  the  panel.  I  will  do  this  with  each 
panel,  we  will  first  have  the  testimony  and  then  I  will  come  back 
for  a  couple  of  questions,  if  you  do  not  mind. 

STATEMENT  OF  BEN  VEREEN,  ACTOR,  ON  BEHALF  OF  NIDCD,  INC. 
ACCOMPANIED  BY  ROBERT  RUBEN,  M.D.,  FRIENDS  OF  NIDCD,  INC. 

Senator  Harkin.  Next,  we  have  Ben  Vereen,  a  prominent  actor, 
who  is  accompanied  by  a  very  prominent  doctor.  Bob  Ruben,  a  good 
friend  of  this  committee  and  mine. 

Dr.  Ruben.  Senator  Harkin,  members  of  the  committee,  good 
morning.  I  would  like  to  introduce  Mr.  Vereen,  who  needs  no  intro- 
duction to  you. 

Senator  Harkin.  You  are  right  about  that.  Thank  you  for  being 
here. 

Mr.  Vereen.  Thank  you,  Mr.  Chairman.  Members  of  the  sub- 
committee and  ladies  and  gentlemen,  I  am  Ben  Vereen,  and  I  rep- 
resent the  Friends  of  the  National  Institute  of  Deafness  and  Other 
Communication  Disorders — NIDCD.  On  behalf  of  the  50  million 
communicative  impaired  Americans,  I  thank  you  for  this  oppor- 
tunity to  testify  before  you  today. 

As  a  performer,  I  depend  on  my  voice  and  language  to  reach  my 
audience,  and  they  in  turn  depend  on  hearing  me  to  receive  and 
understand  the  message  which  I  deliver.  This  cycle  of  human  com- 
munication, the  giving  and  receiving  of  thoughts,  emotions,  con- 
cerns, and  caring  is  made  possible  by  the  specialized  and  important 
human  senses. 

The  NIDCD  carries  out  research  to  bring  better  understanding  to 
the  basic  structure  and  function  of  the  communication  system;  that 
is,  hearing,  balance,  voice,  speech,  language,  taste,  smell,  to  help 
restore  communication  to  those  who  have  lost  it,  to  provide  commu- 
nication ability  to  those  for  whom  it  has  been  denied  by  accidental 
birth,  and  to  prevent  the  loss  or  lessening  of  these  abilities  due  to 
aging  and  disease. 

I  have  personally  experienced  the  benefits  of  this  research  when 
I  had  my  accident  1^2  years  ago.  I  was  left  disabled.  The  physical 
rehabilitation  improved  my  mobility,  but  my  voice  was  very  af- 
fected. Through  treatment  that  I  received  from  professionals  in  the 
specialties  represented  by  the  National  Institute  of  Deafness  and 
Other  Communication  Disorders,  I  have  been  able  to  regain  use  of 
my  voice.  I  am  very  grateful  for  the  medical  treatment  and  the  re- 
habilitation which  made  this  possible.  These  treatments  evolved 
from  research  carried  out  in  the  area  of  the  voice. 

Since  the  beginning  in  1988,  the  NIDCD  has  fulfilled  its  mission 
of  research  directed  at  the  understanding,  prevention,  cure,  and 
care  of  patients  with  disorders  of  hearing,  balance,  voice,  speech, 
and  language,  taste,  smell,  under  the  direction  of  Dr.  James  E. 
Snow.  The  NIDCD  has  supported  research  that  has  led  to  the  re- 
cent report  in  Science,  one  of  America's  premier  research  journals, 
on  regrowtb.  of  the  damaged  inner  ear  hair  cells,  the  vanguard  of 
hearing. 

The  thinking  has  been  that  once  these  cells  were  lost  they  would 
never  be  recovered.  NIDCD-sponsored  investigators  have  begun  to 
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identify  the  factors  that  have  blocked  the  regeneration  of  these 
inner  ear  hairs.  What  this  means  is  that  in  our  Ufetime  we  may 
well  see  the  establishment  of  treatment  for  severe  hearing  loss  and 
balance  disorder  based  on  the  new  and  powerful  tools  of  molecular 
biology. 

Identification  of  the  control  factor,  and  genetic  regulation  of 
these  factors  is  possible  in  the  near  future.  The  speed  of  these  fac- 
tors will  be  determined  by  the  proposal  to  the  amount  of  support 
available  to  fund  the  research,  and  I  must  say  that  in  funding  the 
research  we  are  allowing  people  to  regain — I  know  for  me,  for  my- 
self, to  regain  my  voice  was  very  important  to  me,  to  be  able  to  sit 
here  and  talk  to  you  was  very  important  to  me,  and  the  research 
that  they  did  has  allowed  me  the  opportunity  to  continue  my  ca- 
reer. And  I  must  say  I  am  very  grateful.  Another  important  factor 
has  combined  research  into  the  environmental  cause  of  hearing  loss 
from  noise  exposure  with  basic  science  which  is  leading  to  the  pre- 
vention of  hearing  loss  in  the  area  of  sound  damage  and  toxicity 
from  certain  medications. 

In  order  to  continue  these  advances,  we  support  the  professional 
judgment  budget  of  $253  million  for  the  NIDCD.  However,  we  un- 
derstand the  constraints  under  which  this  budget  is  being  devel- 
oped and  we  suggest  an  appropriate  increase  should  be  made  of  at 
least  12  percent  over  the  last  year's  budget,  which  we  allocate  to 
be  $19.4  million,  for  the  total  of  the  fiscal  year  1995  of  $182  mil- 
lion. 

One  final  note:  We  enthusiastically  support  your  proposal  to  in- 
clude the  health  research  fund  in  any  health  care  reform  legisla- 
tion. 

PREPARED  STATEMENT 

And  I  have  been  very  nervous  during  this  reading.  I  thank  you 
for  your  time.  Being  here  is  so  important,  not  only  for  myself,  but 
for  all  Americans  who  are  seeking  health  care.  And  I  am  very,  very 
glad  that  we  are  looking  at  the  health  care  issue  this  year. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Ben  Vereen 

Mr.  Chairman,  members  of  the  Subcommittee,  ladies  and  gentleman,  I  am  Ben 
Vereen  and  I  represent  the  Friends  of  the  National  Institute  on  Deafness  and  other 
Communication  Disorders  (NIDCD)  on  behalf  of  the  50  million  communicatively-im- 
paired Americans.  I  thank  you  for  this  opportunity  to  testify  before  you  today.  As 
a  performer,  I  depend  on  voice  and  language  to  reach  out  to  my  audiences  and  they, 
in  turn  depend  on  hearing  to  receive  and  understand  the  messages  I  deliver.  This 
is  the  cycle  of  Human  Communication — the  giving  and  receiving  of  thoughts,  emo- 
tions, concerns,  and  caring,  which  is  made  possible  by  these  specialized  and  impor- 
tant human  senses.  The  NIDCD  carries  out  research  to  better  understand  the  basic 
structure  and  function  of  the  communication  systems,  that  is,  hearing,  balance, 
voice,  speech,  language,  taste  and  smell;  to  help  restore  communication  to  those  who 
have  lost  it,  to  provide  communication  ability  to  those  for  whom  it  has  been  denied 
by  accidents  of  birth,  and  to  prevent  the  loss  or  diminution  of  those  abilities  due 
to  aging  and  disease. 

Since  its  inception  in  1988,  the  NIDCD  has  fulfilled  its  mission  of  research  di- 
rected at  the  understanding,  prevention,  cure,  and  care  of  patients  with  disorders 
of  hearing,  balance,  voice,  speech,  language,  taste,  and  smell.  NIDCD  has  done  this 
under  the  direction  of  Dr.  James  B.  Snow,  in  a  fiscal  environment  that  has  required 
prudent  stewardship  of  increasingly  scarce  resources.  The  funding  payline  for  new 
and  competing  grants  is  only  about  15  percent.  Given  the  increasing  number  of  new 


15 

and  novel  research  initiatives  that  the  Institute  has  produced,  this  represents  a 
near-crisis.  There  are  more  investigators  working  in  human  communication  research 
now  than  have  ever  been  alive  in  the  history  of  the  world.  The  reason  for  this  is 
the  number  of  research  breakthroughs  made  possible  by  technologic  advances  that 
promise,  at  long  last,  to  unravel  the  mysteries  of  hearing  and  oner  the  possibility 
of  new  and  effective  prevention  and  treatment  for  deafness. 

The  NIDCD  has  supported  research  that  has  led  to  recent  reports  in  Science,  one 
of  America's  premiere  research  journals,  of  regrowth  of  damaged  inner  ear  hair 
cells,  the  vanguards  of  hearing  and  balance.  Remembering  the  decades-old  dictum 
that  sensorineural  cells  once  lost,  can  never  be  recovered,  these  discoveries  are  no 
less  startling  to  the  field  of  hearing  and  balance  research  than  the  development  of 
heart  transplantation  was  to  cardiology.  NIDCD  sponsored  investigators  have  begun 
to  identify  the  factors  that  have  "blocked"  regeneration  of  these  inner  ear  hair  cells. 
It  is  surely  just  a  matter  of  time  before  these  factors  are  fully  identified,  character- 
ized, and  synthesized.  What  this  means  is  that  in  our  lifetimes  we  may  well  see  the 
estabUshment  of  treatment  for  severe  hearing  loss  and  balance  disorders  Of  course, 
it  is  too  soon  to  put  a  timetable  to  this  prediction,  but  this  is  a  goal  to  which  a  large 
number  of  scientists  are  committed.  Of  importance  to  Congress  is  the  fact  that  these 
discoveries  are  based  on  research  done  in  such  diverse  creatures  as  the  shark  and 
the  chicken  by  projects  that  on  the  surface  had  no  obvious  relation  to  human  hear- 
ing and  balance  at  the  time  they  were  funded. 

At  the  recent  meeting  of  the  Association  for  Research  in  Otolaryngology,  nearly 
a  dozen  papers  were  presented  on  the  subject  of  hair  cell  regeneration  in  both  the 
hearing  and  balance  portions  of  the  inner  ear.  These  scientists  are  developing  sys- 
tems which  will  allow  for  the  study  of  the  factors  that  influence  regeneration  in  the 
inner  ears  of  mammals.  Based  on  the  new  and  powerfiil  tools  of  molecular  biology, 
identification  of  the  controlling  factors  and  genetic  regulation  of  these  factors  can 
be  elucidated  in  the  near  future.  The  speed  at  which  these  factors  will  be  deter- 
mined is  proportional  to  the  amount  of  support  available  to  fund  this  research. 
Many  person-years  of  work  remains  to  be  done  to  unravel  the  puzzle.  Based  on  what 
has  happened  in  molecular  genetics  in  other  fields — such  as  cystic  fibrosis — it  is  not 
unrealistic  to  predict  that  treatment  plans  will  be  developed  that  will  promote  the 
regrowth  of  the  inner  ear  structures  in  patients  who  cannot  hear  and  those  with 
balance  disorders.  Such  an  eventuality  will  be  the  fulfillment  of  the  dreams  of 
countless  patients,  scientists,  and  clinicians. 

The  NIDCD  has  carried  out  many  other  successful  projects  during  the  past  year. 
Ongoing  research  is  directed  toward  the  early  identification  of  severe  hearing  loss 
in  newborn  and  infant  children  using  technology  that  has  been  developed  by  NIDCD 
supported  research.  This  is  based  on  the  new  technology  that  now  permits  clinicians 
to  measure  the  very  faint  sounds  produced  by  the  inner  ear  (otoacoustic  emissions). 
These  sounds  are  made  by  the  healthy  inner  ear  and  their  absence  is  a  rapid,  objec- 
tive, and  reliable  indicator  of  a  damaged  ear.  The  early  identification  that  this  tech- 
nology will  provide  will  help  clinicians  to  initiate  treatment  early  on  giving  the  child 
the  best  opportunity  to  develop  to  the  fullest  extent  possible. 

Another  important  project  has  combined  research  into  environmentally  caused 
hearing  loss  (from  noise  exposure)  with  basic  science  which  is  leading  to  the  preven- 
tion of  hearing  loss  in  the  area  of  sound  damage  and  toxicity  from  certain  medica- 
tions. Formerly,  in  some  cases,  physicians  and  patients  had  to  choose  between  cure 
of  life-threatening  infection  and  deafness.  Now  otoprotective  agents  are  being  identi- 
fied that  will  decrease  the  risk  of  hearing  loss  from  these  causes.  In  connection  with 
noise-cancellation  technology  it  is  possible  to  prevent  or  at  least  modify  the  risk  of 
hearing  loss  from  environmental  noise  exposure. 

Very  important  is  the  application  of  new  therapies  to  the  control  of  spasmodic 
dysphonia,  a  disorder  now  recognized  as  one  of  a  constellation  of  movement  dis- 
orders, that  virtually  takes  away  the  ability  to  speak  from  affected  patients.  Now, 
injections  of  botulinum  toxin  into  the  voice  box  restores  normal  speech  in  a  manner 
that  is  remarkable. 

Finally,  the  initiative  co-sponsored  by  the  NIDCD  and  the  Veterans  Administra- 
tion to  develop  new  and  better  methodologies  and  equipment  for  hearing  aids  prom- 
ises a  new  horizon  in  rehabilitation  for  25  million  hearing  impaired  Americans. 

Mr.  Chairman,  these  are  but  a  few  of  the  examples  of  the  many  advances  spon- 
sored by  the  mission  of  the  NIDCD  in  the  areas  of  Human  Communication,  that  is 
in  hearing,  balance,  voice,  speech,  language,  taste  and  smell.  The  Institute  has  enor- 
mous research  areas  of  great  promise  in  which  to  carry  out  its  work  and  this  re- 
quires adequate  fiscal  resources. 

Mr.  Chairman,  you  and  your  Committee,  and  the  Congress  generally  have  been 
extraordinarily  supportive  of  the  NIDCD  over  the  5  years  since  it  has  been  oper- 
ational. The  funds  already  provided  have  given  a  major  stimulus  to  the  field  and 


16 

the  results  of  research  are  already  finding  their  way  into  the  care  and  unproved 
health  of  the  American  citizens. 

In  order  to  continue  these  advances,  we  support  the  professional  judgment  budget 
of  $253  million  for  the  NIDCD.  However,  we  understand  the  constraints  under 
which  this  budget  is  being  developed  and  we  suggest  that  an  appropriate  increase 
should  be  made  of  at  least  12  percent  over  last  year's  budget,  which  we  calculate 
to  be  $19.4  million,  for  a  total  oi  fiscal  year  1995  of  $182  million. 

We  also  support  the  call  by  the  Ad  Hoc  Group  for  Medical  Research  for  an  in- 
crease of  9  percent  overall  for  the  NIH. 

One  final  note — we  enthusiastically  support  your  proposal  to  include  a  Health  Re- 
search Fund  in  any  health  care  reform  legislation. 

Thank  you  once  again,  Mr.  Chairman,  for  permitting  me  to  testify  before  you.  You 
have  been  a  champion  for  the  improved  health  of  the  people  of  this  nation,  and  in- 
deed, the  world.  We  are  deeply  in  your  debt  for  the  leadership  you  have  provided. 

Senator  Harkin.  You  are  not  supposed  to  be  nervous,  I  am  sup- 
posed to  be  nervous. 

Mr.  Vereen.  This  is  a  big  deal.  I  thought  going  on  stage  was 
going  to  be  nerve-racking,  but  this  is  really  a  big  deal. 

Senator  Harkin.  Oh,  it  is  an  old  hat  for  you. 

I  have  to  apologize.  I  have  to  take  a  very  important  phone  call 
here.  It  will  take  me  less  than  a  minute,  if  you  will  just  excuse  me 
for  one  minute. 

[A  brief  recess  was  taken.] 

Senator  Harkin.  Again,  I  apologize  to  the  witnesses  at  the  table 
and  to  the  people  here. 

STATEMENT  OF  CHRISTOPHER  J.  BURKE,  ON  BEHALF  OF  THE  NA- 
TIONAL DOWN  SYNDROME  SOCIETY 

ACCOMPANIED  BY  DONNA  M.  ROSENTHAL 

Senator  Harkin.  Well,  we  have  another  famous  actor  with  us 
this  morning,  Chris  Burke,  who  is  with  Donna  Rosenthal.  Chris, 
again,  thank  you  very  much  for  being  here  and  testifying  on  behalf 
of  the  National  Down  Syndrome  Society.  The  floor  is  yours. 

Ms.  Rosenthal.  Thank  you  very  much.  Senator  Harkin.  The  Na- 
tional Down  Syndrome  Society  would  like  to  thank  the  Appropria- 
tions Committee  for  the  opportunity  to  present  this  testimony. 

The  society  was  established  in  1979  to  help  people  with  Down 
syndrome  to  achieve  their  full  potential  in  community  life  and  to 
unravel  the  mysteries  of  this  genetic  disorder  through  research. 
There  are  more  than  250,000  people  with  Down  syndrome  in  our 
Nation  today,  and  it  is  a  very  exciting  time  because  they  are  far 
exceeding  the  expectations  of  society  and  are  consistently  reaching 
new  levels  of  achievement  and  accomplishment. 

Certainly  Chris,  to  my  right  here,  exemplifies  that  in  his  starring 
role  on  "Life  Goes  On"  where  he  mastered  a  role  very  demanding 
each  week  for  4  years.  And  his  character  Corky  certainly  dem- 
onstrated to  the  public  what  people  with  Down  syndrome  can  do 
and  are  doing  in  the  community. 

Today,  we  are  here  to  ask  you  to  give  more  money  for  important 
research  about  Down  syndrome.  As  you  know,  chromosome  21, 
while  it  is  the  smallest  chromosome,  is  one  of  the  most  important 
chromosomes  with  many  genes  that  affect  not  only  Down  syndrome 
but  Alzheimer's  disease,  leukemia,  mental  retardation,  and  many 
other  important  disorders  and  illnesses  that  affect  our  population 
as  a  whole.  So  we  hope  that  you  will  earmark  money  for  Down  syn- 
drome research  specifically  when  you  look  at  the  budget  for  the  Na- 
tional Institute  of  Child  Health  and  Human  Development. 
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Also  in  our  testimony,  in  our  written  testimony,  is  a  whole  sec- 
tion on  education,  because  for  people  with  Down  syndrome  edu- 
cation is  critical,  and  today  people  with  Down  syndrome  are  being 
included  in  the  regular  classroom  and  there  needs  to  be  more 
money  earmarked  for  education. 

But  now  I  would  like  to  turn  it  over  to  Chris  to  tell  you  why  it 
is  important  to  support  these  two  areas.  Chris? 

Mr.  Burke.  Good  morning.  My  name  is  Chris  Burke.  I  am  the 
national  spokesperson  and  special  projects  coordinator  at  the  Na- 
tional Down  Syndrome  Society.  I  am  also  a  television  actor  and  you 
may  have  seen  me  on  the  ABC-TV  series  "Life  Cxoes  On."  I  played 
Corky  Thatcher,  a  teenager  with  Down  syndrome  who  faced  many 
challenges  and  had  many  successes  in  life.  I  am  here  today  to  tell 
you  that  people  with  Down  syndrome  need  your  help  to  succeed. 

I  am  starting  a  magazine  at  NDSS  called  News  'N  Views.  There 
will  be  articles  by  people  with  Down  syndrome,  their  brothers  and 
sisters  and  friends.  It  will  show  what  people  with  Down  syndrome 
can  do.  People  with  Down  syndrome  want  to  do  the  best  they  can, 
just  like  everyone  else.  We  have  dreams,  hopes,  and  goals.  We 
laugh  and  have  fun,  and  we  can  be  serious  and  do  a  good  job.  We 
can  do  lots  of  things,  if  we  are  given  the  chance. 

My  dream  of  being  an  actor  has  come  true.  It  has  shown  lots  of 
people  what  people  like  me  can  do,  and  it  gives  people  with  Down 
syndrome  and  their  families  the  hope  that  their  dreams  will  come 
true. 

PREPARED  STATEMENT 

Please  give  people  with  Down  sjmdrome,  which  I  call  up  syn- 
drome, the  chance  to  reach  our  greatest  goals.  It  is  about  abilities, 
not  disabilities.  Please  support  education  and  job  training.  We  are 
counting  on  your  help. 

Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Christopher  J.  Burke 

Good  morning.  My  name  is  Chris  Burke.  I  am  the  National  Spokesperson  and 
Special  Projects'  Coordinator  at  NDSS. 

I  am  also  a  television  actor,  and  you  may  have  seen  me  on  the  ABC  TV  series, 
"Life  Goes  On."  I  played  Corky  Thatcher,  a  teenager  with  Down  syndrome  who  faced 
many  challenges  and  had  many  successes  in  life.  I  am  here  today  to  tell  you  that 
people  with  Down  syndrome  need  your  help  to  succeed.  I  am  starting  a  magazine 
at  NDSS  called  News  'N  Views.  There  will  be  articles  by  people  with  Down  syn- 
drome, their  brothers  and  sisters  and  friends.  It  will  show  what  people  with  Down 
syndrome  can  do.  People  with  Down  syndrome  want  to  do  the  best  they  can,  just 
like  everyone  else.  We  have  dreams,  hopes  and  goals.  We  laugh  and  have  fun,  and 
we  can  be  serious  and  do  a  good  job.  We  can  do  lots  of  things  if  we  are  given  the 
chance. 

My  dream  of  being  an  actor  has  come  true.  It  has  shown  lots  of  people  what  peo- 
ple like  me  can  do,  and  it  gives  people  with  Down  syndrome  and  their  families  the 
hope  that  their  dreams  will  come  true. 

Please  give  people  with  Down  syndrome,  which  I  call  "Up  sjmdrome",  the  chance 
to  reach  our  greatest  goals.  It's  about  abilities,  not  disabilities. 

Please  support  research,  education,  and  job  training.  We  are  counting  on  your 
help. 

Thank  you  very  much. 
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Senator  Harkin.  Chris,  thank  you.  I  appreciate  your  being  here 
and  thank  you  for  that  statement.  Do  you  have  a  new  series  com- 
ing up?  Have  you  started  looking  for  anything? 

Ms.  Rosenthal.  Right  now,  Chris  is  in  a  "Heaven  and  Hell."  It 
is  on  tomorrow  night. 

Senator  Harkin.  What  is  that? 

Ms.  Rosenthal.  It  is  a  miniseries  on  ABC  called  "Heaven  and 
Hell."  It  is  a  sequel  to  "North  and  South,"  and  he  has  just  been 
very  busy. 

Senator  Harkin.  Pretty  good.  Pretty  good. 

Well,  thank  you  all  three  very  much.  I  know  you  all  have  very 
busy  schedules  and  busy  lives,  and  I  appreciate  your  taking  the 
time  to  be  here  on  behalf  of  the  different  entities  that  you  are  here 
to  speak  on  behalf  of.  I  think  all  of  you  mentioned  the  fact  that  we 
have  this  budget  problem  and  we  need  to  find  a  way  to  fix  it.  I  am 
telling  you  we  just  cannot  with  the  kind  of  discretionary  budget 
money  that  we  have  right  now,  and  we  need  your  help  to  get  this 
fund  for  medical  research  through. 

I  hate  to  sound  like  a  broken  record.  But  if  we  want  to  meet 
these  goals,  we  can.  We  can  meet  every  goal  that  each  one  of  you 
just  mentioned  if  we  just  take  1  penny — 1  penny  out  of  every  $1 — 
that  is  spent  for  our  health  care  premiums  in  this  country  and  put 
it  in  the  Fund  for  Health  Research.  In  addition  to  what  we  are  cur- 
rently spending,  with  the  medical  research  fund  we  could  meet 
every  one  of  these  goals — every  one  of  them.  Without  it,  we  will 
not.  And  so  we  really  need  your  help  to  spread  the  word  through 
your  organizations. 

I  know  you  are  supportive  of  it,  but  the  crunch  is  coming  here 
in  the  next  couple,  3  months  when  we  start  to  debate  this  health 
care  reform  bill  in  the  Congress.  And  we  must  make  the  medical 
research  fund  a  part  of  it  or  else  we  are  just  not  going  to  be  able 
to  fund  these  worthy  projects. 

I  mean,  Mary,  you  know  that  we  are  making  great  progress  on 
diabetes.  In  fact,  in  the  last  few  years  remarkable  progress,  espe- 
cially in  the  human  gene  project.  Could  you  tell  us  what  kind  of 
progress  is  being  made  right  now  in  diabetes?  You  mentioned  a 
few,  but  just  briefly. 

Ms.  Moore.  Well,  we  are  so  close  to  being  able  to  identify  and 
alter  the  genetic  components  of  diabetes  and  to  be  able  to  prevent 
it  in  people  who  look  like  they  are  prime  candidates.  And  of  course, 
to  alter  it  through  genetic  engineering  for  people  like  myself  who 
have  had  it  for  a  number  of  years.  And  it  is  all  due  to  research. 

Senator  Harkin.  And  I  think  in  your  area,  Ben,  looking  at  regen- 
erative hair  growth  in  the  ear,  great  progress  is  being  made  there. 
What  was  once  thought  impossible  is  now  thought  to  be  possible. 

Mr.  Vereen.  That  is  right.  I  was  brought  up  in  America  under 
the  belief  that  charity  begins  at  home  and  then  spreads  abroad, 
and  I  think  that  health  care  is  very  important  and  research  is  pre- 
vention. I  think  that  is  what  this  health  movement  is  all  about, 
prevention,  and  we  have  to  look  at  the  research  and  we  have  to 
fund  the  research.  It  is  so  important,  you  know,  because  if  we  could 
stop  it  before  it  begins  we  would  have  a  healthy  America. 

Senator  Harkin.  And  it  would  save  us  a  lot  of  money,  too. 

Mr.  Vereen.  A  whole  lot  of  money. 
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Senator  Harkin.  A  lot  of  money.  That  is  the  whole  problem.  Peo- 
ple do  not  look  upon  this  as  cost  saving,  and  it  is  a  cost  saving. 

Mr.  Vereen.  That  is  right,  it  is. 

Senator  Harkin.  In  all  of  these  areas.  You  mentioned  in  diabetes 
alone  how  much  we  are  spending  each  year,  and  investing — and 
that  is  why  I  like  to  use  this  word  investing — in  the  research,  not 
only  will  we  make  people's  lives  better,  we  are  going  to  save 
money.  Otherwise,  we  are  just  going  to  keep  sort  of  paddling  the 
canoe  upstream.  We  do  not  get  very  far. 

Mr.  Vereen.  This  inner  ear  discovery  is  incredible.  I  was  talking 
to  Dr.  Ruben  about  it.  He  could  shed  light  on  it.  It  is  such  a  break- 
through, you  know,  that  people  will  be  able  to  hear  my  concerts — 
you  know,  they  could  hear  Mary  Tyler  Moore.  They  could  hear  us 
all  when  we  speak.  It  is  important. 

You  know,  those  are  my  soul  mates  out  there.  I  want  them  to 
have  a  full  life.  We  want  them  to  have  full  lives,  as  Americans 
first,  and  then  abroad. 

Senator  Harkin.  I  appreciate  your  all  being  here.  Chris,  is  there 
anything  that  you  want  to  say?  Again,  we  are  making  great  head- 
way in  Down  S5mdrome,  too.  I  had  two  of  your  friends  in  who  wrote 
the  book  a  couple  of  weeks  ago. 

Mr.  Burke.  Yes,  that  is  true.  That  book  is  also  published  by  us, 
by  the  Down  Syndrome  Society.  We  also  have  our  own  book  that 
is  also  being  published  by  us,  which  is  the  National  Down  Syn- 
drome Society.  And  I  think  it  is  really  worth  supporting  and  to  let 
everybody  know  that  we  have  abilities,  not  because  we  had  disabil- 
ities, but  we  are  trying  to  show  other  people  not  just  for  Down  syn- 
drome but  everybody  who  has  different  challenges  in  life.  We  are 
trying  to  help  people  try  to  reach  their  potential,  which  is  very 
true. 

Just  like  Mr.  Vereen  said,  you  know,  we  have  hopes,  and  I  un- 
derstand that.  But  we  need  health. 

All  I  could  say  is  there  is  lots  of  snow  here.  [Laughter.] 

Senator  Harkin.  Thank  you  all  very,  very  much  for  being  here. 
I  appreciate  it  more  than  I  can  tell  you  Ben,  Mary,  and  Chris. 
Thank  you  all  for  coming. 

STATEMENT    OF   JANE    ROBERTS,   AMERICAN   ASSOCIATION   OF   RE- 
TIRED PERSONS 

Senator  Harkin.  Let  us  call  the  next  panel:  The  American  Asso- 
ciation of  Retired  Persons,  Jane  Roberts;  the  Conference  of  Edu- 
cational Administrators  Serving  the  Deaf,  Bill  Johnson;  the  Coali- 
tion for  Heritable  Disorders  of  Connective  Tissue,  Scott  Kiefer; 
Iowa  Pilot  Parents,  Carla  Lee-Lawson.  Thank  you,  again,  very 
much  for  being  here.  We  will  start  first  with  Jane  Roberts  rep- 
resenting AARP. 

Ms.  Roberts.  Good  morning,  Mr.  Chairman.  I  am  Jane  Roberts, 
a  member  of  the  AARP's  National  Legislative  Council.  On  behalf 
of  the  association  I  would  like  to  take  this  opportunity  to  thank  you 
for  your  support  of  programs  which  benefit  low-income  persons,  es- 
pecially older  lowans.  Because  of  time  constraints,  I  will  amend  my 
remarks  this  morning  to  the  Low  Income  Home  Energy  Assistance 
Program,  better  known  as  LIHEAP. 
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Mr.  Chairman,  we  deeply  appreciate  and  share  your  comment  to 
this  program,  which  is  a  real  lifeline  to  needy  families  and  individ- 
uals throughout  the  Nation.  Last  year,  thanks  to  your  leadership, 
over  5.2  million  households  received  assistance  meeting  basic  en- 
ergy needs.  This  included  heating  or  cooling  payments,  emergency 
assistance  to  restore  service,  to  prevent  shutoffs,  weatherization  ef- 
forts, or  paying  electricity  and  hot  water  bills. 

More  than  70  percent  of  LIHEAP  households  have  annual  in- 
comes below  $8,000.  Many  are  elderly  citizens,  predominantly 
women,  trying  to  make  ends  meet  on  a  modest  Social  Security  pen- 
sion. Others  are  unemployed  workers  who  lost  their  jobs  due  to  cor- 
porate downsizing  or  young  families  with  children  struggling  to  get 
by  each  month. 

The  need  for  LIHEAP  has  not  declined  over  the  years.  Among 
low-income  households,  the  proportion  of  income  expended  for  en- 
ergy consistently  amounts  to  three  or  four  times  the  proportion 
spent  by  households  across  the  board.  Because  they  are  likely  to 
live  in  older,  poorly  insulated  homes  and  have  an  increased  risk  of 
freezing  or  heat  stroke,  older  persons  tend  to  have  higher  home  en- 
ergy costs.  Hypothermia  is  estimated  to  be  the  sixth  leading  cause 
of  death  among  the  elderly  in  this  country. 

PREPARED  STATEMENT 

Mr.  Chairman,  any  reduction  in  LIHEAP  next  year  below  the 
currently  appropriated  level  of  $1,475  billion  would  cut  the  heart 
out  of  a  program  that  is  vital  to  millions  of  poor  American  families. 
This  is  definitely  one  program  that  should  not  be  cut.  We  strongly 
urge  that  an  inflation  adjustment  be  provided  for  the  fiscal  year 
1996  program. 

Thank  you  again  for  continuing  your  efforts  on  behalf  of  the  pro- 
grams which  mean  so  much  to  low-income  Americans. 

Senator  Harkin.  Thank  you  very  much,  Jane.  We  appreciate 
that. 

[The  statement  follows:] 

Statement  of  Jane  Roberts 

Good  morning,  Mr.  Chairman.  My  name  is  Jane  Roberts  and  I  am  a  member  of 
AARPs  National  Legislative  Council.  Thank  you  for  this  opportunity  to  comment  on 
funding  for  various  programs  which  beniefit  older  Americans.  We  also  appreciate  the 
Subcommittee's  efforts  on  behalf  of  all  activities  which  assist  older  Americans,  in- 
cluding Foster  Grandparents,  Senior  Companions,  and  Retired  Senior  Volunteers. 
AARP  recognizes  the  tight  budget  constraints  which  this  Subcommittee  faces — our 
recommendations  reflect  this. 

LOW  income  home  energy  assistance  (LIHEAP) 

The  Association  strongly  supports  maintaining  the  advance  appropriation  of 
$1,475  billion  already  enacted  for  LIHEAP's  next  program  year.  Even  at  this  fund- 
ing level,  the  program  will  reach  less  than  one-third  of  eligible  households.  The  Ad- 
ministration's recommendation  to  cut  these  funds  by  more  than  50  percent  would 
have  a  devastating  impact  on  vulnerable  low-income  older  people  next  winter — 
many  of  whom  are  elderly  women  living  alone.  The  frigid  weather  experienced  this 
year  in  many  States  is  a  chilling  reminder  of  how  vulnerable  many  older,  low  in- 
come households  are. 

Because  they  are  more  likely  to  live  in  older,  poorly  insulated  homes,  and  have 
an  increased  risk  of  freezing  or  heat  stroke,  older  persons  tend  to  have  higher  heat- 
ing costs.  Elderly  households  overall  spend  8.1  percent  of  their  income  on  residential 
energy  compared  to  5.3  percent  for  average  households.  Among  low  income  house- 
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holds,  the  proportion  of  income  expended  for  energy  consistently  amounts  to  3—4 
times  the  proportion  spent  by  households  across  the  board.  Moreover,  half  of  all  el- 
derly households  heat  with  gas.  Although  oil  products  have  dropped  in  price  since 
1981,  natural  gas  used  for  heating  is  now  37  percent  higher.  The  incomes  of  the 
poor  have  not  kept  pace  with  this  increase.  We  also  strongly  urge  the  Subcommittee 
to  provide  at  least  an  inflation  increase  for  the  fiscal  year  1996  advance  appropria- 
tion. 

OLDER  AMERICANS  ACT/ADMINISTRATION  ON  AGING 

The  Association  recommends  that  funds  for  Older  Americans  Act  programs  ad- 
ministered by  the  Administration  on  Aging  receive  at  least  an  inflation  adjustment. 

AARP  also  recommends  that  additional  funds  be  provided  to  continue  and  expand 
the  number  of  legal  hotlines,  which  deliver  a  variety  of  needed  legal  services  to 
many  older  Americans,  and  for  outreach  activities  which  help  older  persons  gain  ac- 
cess to  public  benefit  programs  and  long-term  care  ombudsman  support. 

COMMUNITY  SERVICE  EMPLOYMENT  FOR  OLDER  AMERICANS  AND  JOB  TRAINING 

PARTNERSHIP  ACT 

To  the  extent  additional  resources  are  available,  the  Association  recommends  suf- 
ficient funding  to  support  70,000  positions  for  Community  Service  Emplojonent  for 
Older  Americans.  At  a  minimum,  we  urge  an  inflation  adjustment.  The  Association 
appreciates  the  Subcommittee's  strong  support  of  this  program.  We  also  urge  cur- 
rent services  funding  for  the  Job  Training  Partnership  Act. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH:  MEDICAL  EFFECTIVENESS, 
OUTCOMES  RESEARCH  AND  PRACTICE  GUIDELINES 

At  a  minimum,  the  Association  urges  current  services  funding  for  the  Agency  for 
Health  Care  Policy  and  Research,  and  in  particular  the  Medical  Treatment  Effec- 
tiveness Program  (MEDTEP).  If  we  are  to  find  ways  to  lower  the  growth  in  the  cost 
of  health  care  without  jeopardizing  quality  of  care,  the  treatment  guidelines  and 
outcomes  research  undertaken  by  this  Agency  will  be  critical. 

MEDICARE  CONTRACTOR  FUNDING 

AARP  urges  the  Subcommittee  to  fund  Medicare  contractors  at  levels  that  take 
into  account  the  contractor's  efficiency  as  well  as  the  effectiveness  of  the  delivery 
of  services  to  beneficiaries.  Without  reasonable  funding,  critical  reimbursement 
problems  for  beneficiaries  and  providers  alike  would  be  the  result,  as  well  as  further 
delays  and  errors  in  processing  pajmtients. 

NURSING  HOME  INSPECTIONS 

AARP  urges  at  least  an  inflation  adjustment  to  support  survey  and  certification 
activities.  Any  reduction  in  this  area  would  have  a  significant  adverse  impact  on  the 
quality  of  nursing  home  care.  As  we  debate  a  major  overhaul  of  our  health  care  sys- 
tem, now  is  not  the  time  to  cut  funding  to  ensure  quality  of  care. 

NATIONAL  INSTITUTES  OF  HEALTH 

AARP  supports  increased  funding  for  research  conducted  by  the  National  Insti- 
tutes of  Health.  As  the  population  ages,  crucial  policy  decisions  will  have  to  be  made 
in  every  sector.  It  is  essential  that  these  decisions  be  grounded  in  solid  research. 

DISPLACED  HOMEMAKER  PROGRAM 

AARP  recommends  sufficient  funds  to  begin  implementing  the  Displaced  Home- 
makers  Self-Sufficiency  Assistance  Act.  As  the  workforce  ages,  and  the  older 
workforce  becomes  increasingly  female,  the  services  provided  by  the  Act  and  similar 
programs  will  assume  correspondingly  greater  importance. 

SOCIAL  SECURITY  ADMINISTRATION  (SSA)  STAFFING  LEVELS 

AARP  supports  the  Administration's  recommended  increase  for  SSA.  The  addi- 
tional resources  will  be  used  to  help  alleviate  the  backlog  of  disability  applications 
and  to  upgrade  computer  technology. 

AARP  recommendations  can  be  summarized  as  follows: 

LIHEAP — $1,475  billion — 1995  program;  inflation  adjustment — 1996  advance 
funds. 
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Older  Americans  Act — expand  legal  hotlines  and  outreach.  Inflation  adjustment 
for  other  programs. 

Community  Service  Emplojrment  for  Older  Americans — sufficient  funds  to  support 
70,000  positions. 

Job  Training  Partnership  Act — current  services. 

Medical  Treatment  Effectiveness — inflation  adjustment. 

Medicare  Contractors — sufficient  resources. 

State  Survey  and  Certification — inflation  adjustment. 

National  Institutes  of  Health — sufficient  resources. 

Displaced  Homemakers  Self-Sufficiency  Assistance  Act — sufficient  resources. 

Social  Security  Administration  staffing  levels — President's  budget  request. 

STATEMENT    OF    WILLIAM    P.    JOHNSON,    SUPERINTENDENT,    IOWA 
SCHOOL  FOR  THE  DEAF 

Senator  Harkin.  Second  is  Bill  Johnson,  superintendent  of  the 
Iowa  School  for  the  Deaf.  Bill,  thank  you  for  being  here. 

Mr.  Johnson.  Thank  you,  Senator  and  Mr.  Chairman  of  the  Ap- 
propriations Committee.  I  am  here  representing  the  Conference  of 
Educational  Administrators  serving  the  deaf,  and  we  really  appre- 
ciate the  opportunity  to  be  here  and  to  add  our  appreciation  for  the 
past  support  that  you  provided  to  special  education  and  particu- 
larly to  the  field  of  deafness. 

You  have  my  written  testimony  here.  I  would  like  to  point  out 
several  things  in  it.  First,  we  ask  for  your  continued  support  of  this 
programmatic  concept.  It  is  supplemental  services  for  the  disadvan- 
taged, and  we  really  feel  that  it  is  important.  We  would  appreciate 
your  continued  efforts  to  hold  harmless  the  programs  in  schools, 
not  necessarily  at  the  State  level  but  at  the  school  and  program 
level. 

Third,  we  appreciate  the  continued  support,  because  this  particu- 
lar program  has  provided  the  creative  supplemental  issues  that  are 
so  important  to  us  that  are  deaf.  We  would  not  appreciate  any 
rediversion  of  moneys  to  targeted  large  school  districts.  We  feel 
that  all  individuals  that  are  disadvantages  are  equally  disadvan- 
taged. We  would  appreciate  your  continued  support  at  the  current 
level  of  $116  million.  While  we  support  larger  funds,  we  realize 
that  this  is  not  the  time  to  ask  for  such. 

Likewise,  in  the  area  of  individuals  with  disabilities  education 
we  do  support  the  President's  commitment  and  your  commitment 
for  increased  funding  for  IDEA.  We  strongly  support  the  provision 
of  the  continuum  of  services.  That  is  the  most  important  part  of 
that  law.  We  would  like  to  think  that  the  lEP  must  develop  the 
content  of  the  program,  of  the  appropriate  program,  more  than 
where  the  placement  is. 

PREPARED  STATEMENT 

We  do  believe  and  we  are  asking  for  your  clarification  and  sup- 
port of  this  law  because  the  interpretations  that  are  being  given 
right  now  are  so  varied  and  diverse  and  it  is  creating  confusion  in 
the  field.  The  funding  is  there  right  now,  and  we  appreciate  that 
support  that  you  have  always  given  to  us  in  the  field  of  special  edu- 
cation. 

Thank  you  so  much. 

Senator  Harkin.  Bill,  thank  you  very  much  for  your  statement. 
I  appreciate  that  very  much. 

[The  statement  follows:] 
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Statement  of  William  P.  Johnson 

Mr.  Chairman,  Committee  Members,  I  am  here  representing  the  Conference  of 
Educational  Administrators  Serving  the  Deaf  (CEASD).  On  behalf  of  CEASD  I 
would  like  to  present  testimony,  for  the  record,  related  to  Public  Law  89-313:  and 
also  to  make  comments  regarmng  public  policy  interpretations  that  often  result  in 
inappropriate  educational  progrtimming  for  deaf  children. 

When  enacted  by  Congress,  Public  Law  89-313  was  touted  as  necessary  to  meet 
a  need  to  develop  highly  specialized  educational  programs  for  disadvantaged  young- 
sters. In  state-operated  and  state-supported  programs  for  deaf  and  hard-of-hearing 
students  the  intent  has  been  realized. 

While  it  may  be  considered  that  some  states  expanded  the  programs  beyond  the 
intent  of  the  original  legislation,  in  school  programs  for  deaf  cnildren  we  have  stu- 
dent targeted,  high-impact  programs.  Some  examples  of  the  utilization  of  these 
funds  include:  provision  of  technology  as  a  teaching  tool;  computer  networks  that 
enable  deaf  students  to  increase  sigmficantly  their  time  spent  on  writing  and  read- 
ing; the  exploration  of  new  assessment  and  pedagogical  techniques  that  show  prom- 
ise in  bringing  teaching  and  learning  closer  together:  the  development  and  imple- 
mentation of  techniques  and  strategies  to  educate  deaf  youngsters  with  secondary 
disabilities:  the  creation  of  programs  for  ethnic  minority  deaf  students  whose  cul- 
tural backgrounds  seem  to  pose  barriers  for  professionals  working  with  them  and 
hence  affect  school  achievement;  and  sign  language  classes  for  hearing  parents  and 
other  family  members.  In  Iowa,  elementary  school-age  deaf  children  with  secondary 
disabilities  receive  intensive,  supportive  instruction  in  language  development,  com- 
munication enhancement  and  interpersonal  skill  development.  These  programs/serv- 
ices have  greatly  enhanced  the  educational  program  for  the  affected  deaf  child. 

The  CEASD  is  most  concerned  with  two  particular  issues  with  reference  to  Public 
Law  89-313.  They  are:  (1)  the  adverse  impact  of  decreases  in  the  appropriation;  and 
(2)  the  continuing  eligibility  of  state-operated  and  state-supported  schools  under 
IDEA.  We  are  concerned  that  highly  beneficial,  supplementary  programs  will  be 
eliminated.  We  are  concerned  that  combining  Public  Law  89-313  program  funding 
with  that  of  IDEA  would  seriously  jeopardize  our  member  schools'  ability  to  secure 
requisite  funds  that  are  currently  available  through  Public  Law  89-313,  thereby 
curtailing  services  that  supplement  the  basic  education  program  of  deaf  children. 
Public  Law  89-313  has  established  a  tradition  of  support  for  our  special  programs. 
We  strongly  recommend  that  the  support  continue. 

Because  of  the  strong  success  of  the  existing  Public  Law  89-313  programs,  the 
Conference  of  Educational  Administrators  Serving  the  Deaf  supports  the  rec- 
ommendation of  the  Consortium  of  Citizens  with  Disabilities  that  supported  a  $170 
million  funding  level  for  fiscal  year  1995  for  state-operated  and  state  supported  pro- 

frams  through  Public  Law  89-313.  We  do  serve  the  most  difficult  to  educate  stu- 
ent  population,  have  had  success  in  effectively  and  appropriately  utilizing  89-313 
funds,  and  need  these  funds  to  assist  in  addressing  the  challenges  of  federal  goals 
for  all  students. 

LEAST  RESTRICTIVE  ENVIRONMENT  AND  INCLUSION 

In  discussing  special  education  in  the  United  States,  it  is  important  to  understand 
the  nature  and  unique  needs  of  "low  incidence",  disabled  children  (e.g.,  deaf  chil- 
dren) and  those  of  who  are  "high  incidence"  disabled  children  (e.g.,  learning  disabled 
children). 

The  U.S.  Department  of  Education,  state  Department  of  Education  and  local  edu- 
cation agencies  are  routinely  staffed  with  professionals  with  background  training 
and  experience  in  generic  special  education  and/or  high  incidence  special  education 
areas.  Subsequently,  their  comments,  decisions,  and  responses  are  based  on  this 
background  of  training  and  experience.  One  consequence  oi  this  reality  is  that  policy 
statements,  program  decisions,  rule  promulgation  and  comments  made  through 
these  entities  are  routinely  not  considering  the  best  interest  of  children  from  low 
incidence  groups.  Unfortunately,  the  best  interests  of  deaf  children  are  often  over- 
looked due  to  the  lack  of  understanding  of  their  unique  linguistic  and  cultural 
needs.  All  too  often  we  find  evaluation,  program  recommendation  and  placement  de- 
cisions for  deaf  children  are  advocated  and  made  by  well-meaning,  but  insufficiently 
informed  and  trained  professionals. 

As  you  are  aware,  the  term  "inclusion"  is  being  debated  throughout  the  country. 
This  topic  presents  one  example  where  general  special  educators  are  making  rec- 
ommendations and  decisions  not  in  the  best  interest  of  a  low  incidence  population — 
namely  the  deaf  Commentary  by  the  advocates  of  full  inclusion,  has  often  become 
inundated  with  highly  charged,  emotional  statements.  It  is  noteworthy  that  this 
term — inclusion,  or  least  restrictive  environment — is  not  defined  in  federal  law,  fed- 
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eral  regulation,  state  law  or  state  regulation,  although  the  most  outspoken  advo- 
cates of  "inclusion"  claim  it  to  be  the  core  of  the  provision  of  appropriate  educational 
services  for  all  students  with  disabilities.  These  advocates,  who  are  almost  always 
special  education  generalists,  promote  a  "one  size  fits  all"  approach  to  the  education 
of  children  with  disabilities:  placing  highest  value  on  placement  of  disabled  students 
in  classes  attended  by  non-disabled  students  in  the  neighborhood  school.  We  believe 
that  this  posture  is  both  imprudent  and  in  contrast  with  the  law.  It  is  interesting 
that  in  the  low-incident  population  area,  both  the  professionals  and  the  consumers 
do  not  embrace  this  posture  without  reservation. 

CEASD  believes  that  the  placement  of  deaf  children  in  appropriate  school  settings 
includes,  but  is  not  limited  to,  the  common  school  setting.  We  strongly  believe  that 
determination  of  the  components  of  an  appropriate  educational  program  and  the 
provision  of  such  services  are  of  far  greater  importance.  Placement  will  follow  when 
a  true,  meaningful  discussion  and  conclusion  is  reached  on  all  of  the  components 
of  an  appropriate  educational  program  for  the  individual  child.  Of  course,  this 
means  full  consideration  of  the  unique  needs  of  low  incidence  populations,  such  as 
the  deaf  child.  The  common  school  is  just  one  option  *  *  *  of  equal  value  to  all 
other  options  *  *  *  to  consider  when  placement  is  determined.  CEASD  believes 
that  special  classes  and  special  schools  are  also  critically  important  for  deaf  chil- 
dren, and  must  be  considered  as  an  important  placement  option. 

To  insist  on  only  one  placement  option,  irregardless  of  programmatic  needs,  would 
irreparably  harm  a  generation  of  deaf  children.  We  strongly  encourage  you  to  con- 
tinue your  past  support  of  recognizing  and  supporting  the  fiill  continuum  of  services 
and  placement  options  for  disabled  students.  This  continued  support  would  be  in 
concert  with  the  federal  guidance  released  by  the  U.S.  Department  of  Education 
concerning  the  evaluation  and  placement  of  deaf  children.  This  guidance  should 
serve  as  the  spirit  and  purpose  behind  the  placement  of  all  children  with  disabilities 
where  emphasis  is  on  placement  of  children  in  settings  that  maximize  each  child's 
abilities  and  potential;  facilitates  direct  communication  access  with  other  persons; 
enables  the  child  to  function  as  an  active,  independent  and  full  participant;  and  pro- 
motes each  child's  self  esteem,  confidence  and  competence,  in  a  natural  and  com- 
fortable manner. 

The  Commission  on  the  Education  of  the  Deaf  (COED)  clearly  commented  on  the 
educational  status  of  deaf  individuals  several  years  ago,  and  stated,  unequivocally, 
components  that  need  to  be  considered  when  providing  appropriate  educational 
services/programs  for  deaf  individuals.  Their  document  could  well  be  a  guide,  and 
definitely  a  working  resource  document  for  educational,  programmatic  consider- 
ations related  to  deaf  individuals.  Isolation,  lack  of  meaningful  communication  ac- 
cess, lack  of  meaningful  peer  interaction,  faculty  not  competent  in  the  linguistic  and 
cultural  needs  of  the  deaf  are  intolerable  issues  that  should  be  unacceptable  when 
we  consider  the  appropriat-e  educational  program  of  a  deaf  individual.  All  too  often 
in  my  professional  and  personal  life  I  have  seen  these  conditions  exist  under  the 
guise  of  least  restrictive  environment  or  full  inclusion.  This  should  not  occur,  is  not 
fair  to  the  deaf  individual,  and  is  not  what  Public  Law  94—142  nor  IDEA  intended. 

As  we  approach  the  reauthorization  of  IDEA,  it  is  vital  that  the  law's  language 
regarding  the  continuum  not  be  altered.  A  one  option  placement  approach  is  as  in- 
appropriate today  as  it  was  fifty  years  ago.  It  is  imperative  that  appropriate  edu- 
cational programming  be  the  heart  of  the  law,  not  a  social  experiment. 

We  urge  your  continued  support  for  appropriate,  quality  programs  providing  edu- 
cational and  related  services  to  deaf  children.  We  especially  request  support  for  con- 
tinued, appropriate  funding  for  Public  Law  89-313. 

Mr.  Chairman,  we  strongly  applaud  your  very  visible,  strong  support  of  special 
education  programming.  Your  sensitivity  to  individuals  who  are  deaf  is  very  well 
known  throughout  the  State  of  Iowa  and  throughout  the  country.  Thank  you  for  this 
opportunity  to  present  testimony  on  behalf  of  the  Conference  of  Educational  Admin- 
istrators Serving  the  Deaf. 

STATEMENT   OF    SCOTT   KIEFER,    COALITION   FOR   HERITABLE    DIS- 
ORDERS OF  CONNECTIVE  TISSUE 

Senator  Harkin.  And  now  we  will  hear  from  Scott  Kiefer  on  the 
Coalition  for  Heritable  Disorders  of  Connective  Tissue.  Scott,  wel- 
come again. 

Mr.  KlEFER.  Thank  you.  Senator  Harkin  and  members  of  the 
subcommittee,  the  members  of  the  Coalition  for  Heritable  Dis- 
orders of  Connective  Tissue  thank  you  for  the  opportunity  to  pro- 
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vide  testimony  regarding  the  budget  of  the  National  Institute  of  Ar- 
thritis, Muscular,  Skeletal,  and  Skin  Diseases. 

I  am  Scott  Kiefer  of  Kellogg,  lA,  and  I  am  being  stalked  by  a  kill- 
er. It  is  not  some  psycho  lurking  in  the  shadows  or  one  of  the  thou- 
sands of  thugs  loose  on  our  streets.  It  is  an  insidious  syndrome 
that  is  attacking  the  very  building  blocks  that  hold  my  body  to- 
gether. It  is  a  S3mdrome  that  until  1989  had  gone  undetected  by 
my  doctors. 

Approximately  40,000  Americans  such  as  myself  are  affected  by 
Marfan  syndrome,  a  connective  tissue  disorder.  This  genetic  dis- 
order attacks  the  entire  body.  It  can  cause  many  serious  problems 
including  sudden,  unexpected,  and  instantaneous  death. 

In  October  1989,  I  suddenly  had  terrible  chest  pains.  I  thought 
I  was  having  a  heart  attack.  I  went  to  the  emergency  room  and  the 
doctor  pronounced  me  fine,  except  that  I  had  a  heart  murmur.  I 
had  never  been  diagnosed  as  having  a  heart  murmur  before,  so  the 
doctor  transferred  me  to  a  hospital  in  Des  Moines. 

All  this  time  I  kept  thinking  I  was  going  to  die.  I  was  scared, 
and  it  was  not  that  I  was  only  32  years  old  and  had  not  done  all 
the  things  that  I  wanted  to  do.  I  was  scared  to  die  because  my  own 
children  would  not  remember  me.  I  can  think  of  no  worse  fate. 

In  the  morning,  doctors,  my  parents,  and  my  wife  clustered 
around  my  bed  as  an  echocardiogram  showed  the  source  of  my 
new-found  heart  murmur.  Even  as  I  lay  there  my  aorta  was  slowly 
tearing  apart.  The  murmur  was  the  sound  of  a  piece  of  my  aorta 
waving  in  the  breeze,  so  to  speak. 

I  was  rushed  to  surgery  and  I  was  literally  seconds  from  death. 
My  lead  surgeon.  Dr.  Robert  Zeff,  performed  miracles  on  that  day. 
In  addition  to  replacing  my  aortic  valve  and  ascending  aorta,  he 
also  made  a  graft  from  my  ascending  aorta  to  the  femoral  artery 
in  my  leg  because  of  damage  to  other  portions  of  my  aorta.  This 
procedure  had  never  been  tried  before.  As  a  result  of  the  fine  work 
of  this  surgeon  and  the  continuing  care  of  my  cardiologist  and  the 
biomedical  research  that  I  am  asking  you  to  support,  I  am  a  pro- 
ductive member  of  society  and  am  able  to  testify  here  before  you 
today. 

But  my  story  does  not  end  here.  After  finding  out  that  I  had 
Marfan  syndrome,  it  was  time  to  test  the  rest  of  the  family.  Then, 
there  was  not  a  definitive  test  that  could  tell  if  you  did  or  did  not 
have  Marfan  s3aidrome.  The  only  way  to  diagnose  it  was  a  physical 
examination,  and  even  then  it  was  just  an  educated  guess.  My  fa- 
ther, mother,  and  sister  were  examined.  My  father  and  sisters  were 
found  to  have  enlarged  aortas  and  other  signs  of  the  syndrome.  In 
addition,  my  sisters  and  I  each  have  two  children.  At  first  glance, 
we  thought  that  five  of  the  six  may  have  the  S5mdrome. 

My  family  was  one  of  the  first  to  contribute  blood  and  tissue 
samples  to  research  being  conducted  by  doctors  funded  by  this  com- 
mittee. As  a  result  of  their  hard  work,  your  approval  of  the  funds, 
and  our  blood  and  tissue  samples,  a  definitive  diagnosis  now  exists 
to  diagnose  Marfan  syndrome.  I  am  very  glad  to  say  and  very,  very 
thankful  to  this  committee  to  say  that  this  test  has  shown  that  my 
daughters  are  not  afflicted  with  Marfan  syndrome.  This  was  the 
happiest  day  of  my  life. 
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It  does  not  stop  here,  either.  In  July  of  this  year  I  was  told  that 
I  have  another  aneurysm  growing  in  my  lower  aorta,  and  I  live 
with  the  prospect  of  a  sudden  death  every  day.  There  are  others 
here  with  me  today  who  have  also  lost  loved  ones  to  this  killer.  A 
rollcall  of  death  due  to  Marfan  syndrome  could  fill  the  congres- 
sional record.  If  diagnosed  early  enough,  the  sjmdrome  is  manage- 
able. It  is  not  a  terminal  illness. 

Biomedical  research  will  find  the  answers  to  Marfan  syndrome 
and  other  heritable  disorders  of  connective  tissue.  The  Human  Gre- 
nome  Project  has  and  will  continue  to  make  a  difference,  a  big  dif- 
ference, in  the  lives  of  American  families. 

PREPARED  STATEMENT 

We  would  like  to  endorse  the  recommendations  of  the  NIAMS 
Coalition  and  urge  Congress  to  invest  in  conquering  crippling, 
chronic,  and  sometimes  fatal  disorders  by  bringing  NIAMS  to  par- 
ity with  the  other  institutes  and  to  enable  it  to  support  more  re- 
search grants,  provide  more  training  and  career  development  for 
future  investigators  to  conduct  urgently  needed  now  clinical  trials. 

Thank  you  very  much. 

Senator  Harkin.  Scott,  thank  you  very  much  for  being  here.  I 
know  that  your  mother  Beverly  is  sitting  behind  you.  Welcome 
again  here  Beverly. 

[The  statement  follows:] 

Statement  of  Scott  Kiefer 

Senator  Harkin  and  members  of  the  Subcommittee,  the  members  of  the  Coalition 
for  Heritable  Disorders  of  Connective  Tissue  (CHDCT)  thank  you  for  the  oppor- 
tunity to  provide  testimony  regarding  the  budget  of  the  National  Institute  of  Arthri- 
tis, Musculoskeletal  and  Skin  Diseases  (NIAMS). 

I  am  Scott  Kiefer  of  Kellogg,  Iowa,  and  I  am  being  stalked  by  a  killer.  It's  not 
some  psycho  lurking  in  the  shadows,  or  one  of  the  thousands  of  thugs  loose  on  our 
streets.  It's  an  insidious  syndrome  that  is  attacking  the  very  building  blocks  that 
hold  my  body  together.  It's  a  syndrome  that  until  1989  had  gone  undetected  by  doc- 
tors. 

Approximately  40,000  Americans  such  as  myself  are  affected  by  the  Marfan  syn- 
drome, a  connective  tissue  disorder.  This  genetic  disorder  attacks  the  entire  body. 
It  can  cause  many  serious  problems  including  sudden,  unexpected  and  instanta- 
neous death. 

In  October  1989,  I  suddenly  had  terrible  chest  pains.  I  thought  .1  was  having  a 
heart  attack.  I  went  to  the  emergency  room.  The  doctor  pronounced  me  fine  except 
that  I  had  a  heart  murmur.  I  had  never  been  diagnosed  as  having  a  heart  murmur 
before  so  the  doctor  decided  to  transfer  me  to  a  hospital  in  Des  Moines. 

All  the  time  I  kept  thinking  I  was  going  to  die.  1  was  scared.  It  wasn't  that  I  was 
only  32  years  old  and  hadn't  done  all  the  things  I  wanted  to  do,  I  was  scared  to 
die  because  my  young  children  wouldn't  remember  me.  I  can  think  of  no  worse  fate. 

In  the  morning  doctors,  my  parents,  and  my  wife  clustered  around  my  bed  as  an 
echocardiogram  showed  the  source  of  my  new  found  heart  murmur.  Even  as  I  lay 
there,  my  aorta  was  slowly  tearing  apart.  The  "murmur"  was  the  sound  of  a  piece 
of  my  aorta  "waving  in  the  breeze.' 

I  was  rushed  to  surgery.  I  was  literally  seconds  from  death.  My  lead  surgeon.  Doc- 
tor Robert  Zeff,  performed  miracles  on  that  day.  In  addition  to  replacing  my  aortic 
valve  and  ascending  aorta,  he  also  made  a  graft  from  my  ascending  aorta  to  the 
femoral  artery  in  my  leg  because  of  damage  to  other  portions  of  my  aorta.  This  pro- 
cedure had  never  been  tried  before. 

As  a  result  of  the  fine  work  of  this  surgeon,  the  continuing  care  of  my  cardiologist, 
and  the  biomedical  research  that  I  am  asking  you  to  support,  I  am  a  productive 
member  of  society  and  am  able  to  testify  before  you  today. 

But  my  story  doesn't  end  here.  After  finding  out  that  I  had  Marfan  Syndrome, 
it  was  time  to  test  the  rest  of  my  family.  Then,  there  wasn't  a  definitive  test  that 
could  tell  you  if  you  did  or  did  not  have  Marfan  syndrome.  The  only  way  to  diagnose 
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it  was  a  physical  examination,  and  even  then  it  was  an  educated  guess.  My  father, 
my  mother  and  sisters  were  examined.  My  father  and  sisters  were  found  to  have 
enlarged  aortas  and  other  signs  of  the  syndrome.  In  addition,  my  sisters  and  I  each 
have  two  children.  At  first  glance,  we  thought  five  of  the  six  may  have  the  syn- 
drome. 

My  family  was  one  of  the  first  to  contribute  blood  and  tissue  samples  to  research 
being  conducted  by  doctors  from  the  Human  Genome  Project.  As  a  result  of  their 
hard  work,  your  approval  of  the  funds,  and  our  blood  and  tissue  samples,  a  defini- 
tive diagnosis,  with  the  right  variables,  now  exists  to  diagnose  Marfan  syndrome. 

I  am  very  glad  to  say,  and  very,  very  thankful  to  those  of  you  sitting  before  me 
today  that  this  test  has  shown  that  my  daughters  are  not  affected  with  Marfan  syn- 
drome. This  was  the  happiest  day  of  my  life.  However,  my  joy  was  tempered  be- 
cause, although  the  right  variables  did  not  exist  for  a  definitive  diagnosis,  two  of 
my  nieces  and  my  nephew  are  believed  to  be  affected. 

It  doesn't  stop  here  either.  In  July  of  this  year  I  was  told  that  I  have  another 
aneurysm  growing  in  my  lower  aorta.  And  I  live  with  the  prospect  of  sudden  death 
every  day.  I  have  lost  an  uncle,  a  grandmother,  and  I  fear  I  will  lose  my  father, 
to  this  insidious  killer.  The  roll  call  of  death  due  to  Marfan  Syndrome  could  fill  the 
Congressional  Record.  The  sad  fact  is  that,  in  most  cases,  if  diagnosed  early  enough, 
the  syndrome  is  manageable.  It's  not  a  terminal  illness.  I  had  seen  doctors  all  my 
life,  served  in  the  United  States  Marine  Corps  and  the  National  Guard,  but  no  one 
ever  saw  the  signs,  and,  as  a  result,  I  almost  died. 

Biomedical  research  will  find  the  answers  to  Marfan  Sjrndrome  and  other  heri- 
table disorders  of  connective  tissue.  The  Human  Genome  Project  has  and  will  con- 
tinue to  make  a  big  difference  in  the  lives  of  American  families. 

In  endorsing  the  recommendations  of  the  NIAMS  Coalition,  we  respectfully  urge 
Congress  to  invest  in  conquering  crippling,  chronic  and  sometimes  fatal  disorders 
by  providing  an  additional  $47  million  for  NIAMS  for  fiscal  year  1995.  This  amount 
will  bring  NIAMS  to  parity  with  the  other  institutes  and  would  enable  it  to  support 
more  research  grants,  provide  more  training  and  career  development  for  future  in- 
vestigators, conduct  urgently  needed  new  clinical  trials  and  expand  the  intramural 
research  programs  now  underway. 

On  behalf  of  the  Coalition  and  the  members  of  the  National  Marfan  Foundation 
I  would  like  to  thank  you  for  allowing  me  to  testify  today. 

Thank  you. 

STATEMENT  OF  CARLA  LEE-LAWSON,  IOWA  PILOT  PARENTS 

Senator  Harkin.  Next,  representing  the  National  Mental  Health 
Association  is  Carla  Lee-Lawson,  executive  director  of  the  Iowa 
Pilot  Parents.  Welcome  again,  Carla. 

Ms.  Lee-Lawson.  Ciood  morning,  Chairman  Harkin  and  mem- 
bers of  the  subcommittee.  My  name  is  Carla  Lee-Lawson.  I  am  the 
executive  director  of  Iowa  Pilot  Parents,  a  private  nonprofit  organi- 
zation of  parents  of  children  with  special  needs. 

Senator  Harkin.  Carla,  could  you  pull  the  microphone  closer? 

Ms.  Lee-Lawson.  Sure.  I  hope  that  is  helpful. 

I  also  appear  here  this  morning  on  behalf  of  the  National  Mental 
Health  Association  through  330  affiliates  and  42  States  and  the 
District  of  Columbia.  The  MHA  works  to  change  attitudes  toward 
mental  health  through  public  education  and  advocacy. 

I  would  like  to  thank  you  for  giving  me  the  opportunity  to  appear 
before  your  committee  today.  We  in  Iowa  recognize  that  the  task 
before  you  is  immense.  We  applaud  your  leadership  in  an  effort  to 
make  very  difficult  decisions. 

Mr.  Chairman,  I  want  to  begin  by  congratulating  you  as  you  em- 
bark on  your  sixth  year  as  chair  of  this  subcommittee.  You  have 
been  responsible  for  bringing  labor,  health,  human  services,  and 
education  issues  to  the  forefront  for  many  years.  As  we  prepare  to 
enter  the  21st  century,  it  is  you  Mr.  Chairman  who  has  fought  to 
maintain  these  programs  as  national  priorities. 
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Specifically,  you  have  worked  tirelessly  to  ensure  that  the  Chil- 
dren's Mental  Health  Services  Program  received  first  year  funding, 
and  you  were  largely  responsible  for  the  generous  increase  last 
year.  As  a  result  of  your  support  approximately  3  to  4  million  chil- 
dren with  serious  emotional  disturbance  in  the  United  States  can 
now  look  forward  to  a  responsive  system  of  care  which  meets  so 
many  needs.  We  applaud  you  for  your  many  years  of  dedicated 
service  to  these  children,  to  this  committee,  to  this  Congress,  and 
to  this  country.  Chairman  Harkin,  from  all  of  us  in  the  great  State 
of  Iowa,  we  are  thankful  for  all  you  have  done. 

Mr.  Chairman,  I  want  to  take  a  few  minutes  this  morning  to  tell 
you  about  my  family.  I  am  the  parent  of  five  children,  three  of 
whom  have  been  diagnosed  with  serious  emotional  disturbance. 
One  of  my  three  sons  was  diagnosed  with  conduct  disorder  and  op- 
positional disorder  at  the  age  of  16.  Another  son  has  been  diag- 
nosed with  post-traumatic-stress  disorder,  panic  disorder,  and  anxi- 
ety disorder.  My  daughter  has  also  been  diagnosed  with  a  learning 
disability  and  depression. 

Raising  five  children  all  with  special  needs  has  been  a  great  chal- 
lenge. Trying  to  locate  effective  and  affordable  community  services 
for  my  children  and  the  family  has  been  equally  as  challenging.  My 
children  have  been  admitted  into  psychiatric  hospitals  and  the 
State  mental  health  hospital.  Two  have  gone  to  jail  and  one 
dropped  out  of  school.  Resulting  from  the  lack  of  effective  treat- 
ment, one  of  my  sons  actually  became  involved  with  the  criminal 
justice  system  and  was  imprisoned.  Sometime  later  he  hung  him- 
self in  the  local  jail. 

Coping  with  the  loss  of  a  son  is  a  struggle,  especially  when  you 
recognize  his  death  could  had  been  prevented.  Had  there  been  ap- 
propriate community  services  available  for  my  son,  I  have  no  doubt 
that  he  might  be  alive  today.  My  only  living  son  has  also  been  in- 
volved with  the  criminal  justice  system  and  is  currently  serving 
time  in  an  adult  prison. 

The  financial  impact  of  getting  my  children  the  care  that  they 
needed  has  also  taken  a  toll  on  my  family.  Our  mental  health  care 
costs  totaled  over  $16,000  last  year.  Our  total  family  income  is  ap- 
proximately $40,000,  meaning  that  approximately  40  percent  of  our 
income  goes  toward  mental  health  care  for  our  children. 

I  would  like  to  conclude  today  by  drawing  your  attention  to  our 
program  which  is  designed  to  help  children  and  families  such  as 
mine.  It  is  a  program  that  provides  seed  money  to  States  and  com- 
munities, a  program  that  builds  community  based  systems  of  care 
for  children  with  serious  emotional  disabilities,  a  program  that  rec- 
ognizes the  many  needs  of  these  children  by  integrating  child-serv- 
ice agencies  like  mental  health,  special  education,  child  welfare, 
and  juvenile  justice,  and  a  program  where  kids  can  be  served  in 
their  own  communities  fully  recognizing  the  hazards  of  shipping 
them  away,  far  from  home.  The  Children's  Mental  Health  Service 
Program  is  this  program. 

PREPAEED  STATEMENT 

I  make  an  appeal  here  this  morning,  Mr.  Chairman,  for  the  sub- 
committee to  recognize  that  the  86,000  children  in  Iowa  and  the  7.5 
million  kids  nationwide  with  mental  and  emotional  disorders  are  in 
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desperate  need  of  appropriate  treatment.  In  fact,  a  majority  of  the 
4  million  kids  who  are  severely  disordered  like  my  own  children  re- 
ceive inappropriate  care  or  no  care  at  all.  I  urge  the  subcommittee 
to  provide  that  $100  million  necessary  to  build  these  systems  of 
care  in  a  greater  number  of  States  and  communities. 

Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for 
listening.  It  is  time  to  listen  to  the  needs  of  the  children  and  the 
families.  I  welcome  any  questions  that  you  have. 

[The  statement  follows:] 

Statement  of  Carla  Lee-La wson 

Good  morning,  Chairman  Harkin  and  members  of  the  subcommittee,  my  name  is 
Carla  Lee-Lawson.  I  am  the  Executive  Director  of  Iowa  Pilot  Parents,  a  private  non- 
profit organization  of  parents  of  children  with  special  needs.  I  also  appear  here  this 
morning  on  behalf  of  tne  National  Mental  Health  Association.  Through  330  affiliates 
in  43  states  and  the  District  of  Columbia,  the  NMHA  works  to  change  attitudes  to- 
ward mental  illness  through  public  education  and  advocacy.  I  would  like  to  thank 
you  for  giving  me  the  distinguished  opportunity  to  appear  before  your  committee 
today.  We  in  Iowa  recognize  that  the  task  before  you  is  immense.  We  applaud  your 
leadership  in  an  effort  to  make  very  difficult  decisions. 

Mr.  Chairman,  I  want  to  begin  by  congratulating  vou — as  you  embark  on  your 
sixth  year  as  Chair  of  the  Subcommittee.  You  have  been  responsible  for  bringing 
labor,  health,  human  services,  and  education  issues  to  the  forefront  for  many  years. 
As  we  prepare  to  enter  the  21st  century — it  is  you,  Mr.  Chairman,  who  has  fought 
to  maintain  these  programs  as  national  priorities.  Specifically,  you  have  worked 
tirelessly  to  ensure  that  the  Children's  Mental  Health  Services  program  receive  first 
year  funding  and  you  were  largely  responsible  for  the  generous  increase  last  year. 
As  a  result  of  your  support,  approximately  three-to-four  million  children  with  seri- 
ous emotional  disturbance  in  the  United  States  can  now  look  forward  to  a  respon- 
sive system  of  care  which  meets  their  many  needs.  We  applaud  you  for  your  many 
years  of  dedicated  service  to  these  children,  to  this  Committee,  to  this  Congress,  and 
to  this  country.  Chairman  Harkin,  from  all  of  us  in  the  great  state  of  Iowa — we  are 
thankful  for  all  you  have  done. 

Mr.  Chairman,  I  want  to  take  a  few  minutes  this  morning  to  tell  you  a  little  bit 
about  my  family.  I  am  the  parent  of  five  children,  three  of  whom  have  been  diag- 
nosed with  serious  emotional  disturbance.  One  of  my  sons  was  diagnosed  with  con- 
duct disorder  and  oppositional  disorder  at  age  16.  Another  son  had  been  diagnosed 
with  post  traumatic  stress  disorder,  panic  disorder,  and  anxiety  disorder.  My  daugh- 
ter has  also  been  diagnosed  with  a  learning  disability  and  depression. 

Raising  five  children,  all  with  special  needs,  has  been  a  great  challenge.  Trying 
to  locate  effective  and  affordable  community  services  for  my  children  and  the  family 
has  been  equally  as  challenging.  My  children  have  been  admitted  into  psychiatric 
hospitals  and  the  state  mental  hospital.  Two  have  gone  to  jail,  and  one  dropped  out 
of  school.  Resulting  from  the  lack  of  effective  treatment,  one  of  my  sons  actually  be- 
came involved  with  the  criminal  justice  system,  and  was  imprisoned.  Some  time 
later,  he  hung  himself — in  our  local  jail.  Coping  with  the  loss  of  a  son  is  a  struggle, 
especially  when  you  recognize  his  death  could  have  been  prevented.  Ha9  there  been 
appropriate  community  services  available  for  my  son,  I  have  no  doubt  that  he  would 
be  alive  today.  My  only  living  son  has  also  been  involved  with  the  criminal  justice 
system,  and  is  currently  serving  time  in  an  adult  prison. 

The  financial  impact  of  getting  my  children  the  care  they  need  has  also  taken  a 
toll  on  our  family.  Our  mental  health  care  costs  totaled  over  $16,000  last  year.  Our 
total  annual  family  income  is  $40,000 — meaning  that  approximately  40  percent  of 
our  income  goes  towards  mental  health  care  for  our  children. 

I  would  like  to  conclude  today  by  drawing  your  attention  to  a  program  which  is 
designed  to  help  children  and  families  such  as  mine.  It  is  a  program  which  provides 
seed  money  to  states  and  communities,  a  program  which  builds  community-based 
systems  of  care  for  children  with  serious  emotional  and  behavioral  disturbances,  a 
program  which  recognizes  the  many  needs  of  these  children  by  integrating  child- 
service  agencies  like  mental  health,  special  education,  child  welfare,  and  juvenile 
justice  and  a  program  where  kids  can  be  served  in  their  own  communities,  fully  rec- 
ognizing the  hazards  of  shipping  them  far  away  from  home.  The  Children's  Mental 
Health  Service  program  is  tms  program. 

I  make  an  appeal  here  this  morning,  Mr.  Chairman,  for  the  subcommittee  to  rec- 
ognize that  the  86,000  children  in  Iowa,  and  the  7.5  million  kids  nationwide,  with 
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mental  or  emotional  disorders  are  in  desperate  need  of  appropriate  treatment.  In 
fact,  a  majority  of  the  4  million  kids  who  are  severely  disordered,  like  my  own  chil- 
dren, receive  inappropriate  care  or  no  care  at  all.  I  urge  the  subcommittee  to  provide 
the  $100  million  necessary  to  build  these  systems  of  care  in  a  greater  number  of 
states  and  communities. 

Mr.  Chairman  and  Members  of  the  subcommittee  thank  you  for  listening.  It  is 
time  to  listen  to  the  needs  of  these  children  and  their  families.  I  welcome  any  ques- 
tions you  have  of  me. 

Senator  Harkin.  Carla,  again,  thank  you  for  being  here.  This  is 
a  program  in  which  I  have  intense  interest.  I  think  it  is  an  area 
where  if  you  put  in  money  early  in  life,  get  to  these  kids  early,  it 
will  prevent  a  lot  of  problems  later  on  and  save  us  a  lot  of  money. 
Again,  do  you  put  the  money  in  now,  or  do  you  put  a  lot  more 
money  in  later  to  make  up  for  some  of  the  problems  that  these  kids 
get  into  later  on  because  they  had  not  had  mental  health  services 
when  they  were  younger?  So  I  feel  very  strongly  about  this. 

We  went  from  $5  million  in  1993  to  $35  million  now.  That  is  a 
pretty  good  increase.  I  am  not  certain  the  program  could  absorb  a 
$65  million  increase.  Are  you  certain  they  could  absorb  that  much 
money  in  the  next  year?  Could  it  be  effectively  used? 

Ms.  Lee-Lawson.  I  certainly  understand  the  issues  with  money 
debate,  et  cetera,  but  I  have  always  been  concerned  about  the  is- 
sues that  you  are  talking  about  of  prevention  at  the  other  end  of 
the  spectrum  instead  of  having  to  pay  for  so  much.  I  do  not  want 
to  pay  for  people  on  the  streets.  I  do  not  want  to  have  to  pay  for 
people  in  prisons.  I  do  not  want  to  have  the  kids  get  into  a  system 
of  nothing.  That  is  what  I  am  thinking  about. 

Senator  Harkin.  You  know,  what  you  said  strikes  home  with  me. 
Here  your  income  is  $40,000.  You  are  spending  about  40  percent 
of  your  gross  income,  I  guess,  on  mental  health  services.  I  wonder 
if  your  association,  or  if  the  National  Mental  Health  Association,  if 
they  have  got  any  data  on  how  much  people  are  spending  out  of 
pocket  for  mental  health  services  for  children,  sort  of  as  a  broad 
view  around  the  country.  If  you  could  get  that  for  me  I  would  sure 
appreciate  that. 

Ms.  Lee-Lawson.  We  would  be  glad  to.  We  will  try  and  do  our 
best. 

[Clerk's  note. — The  National  Mental  Health  Association 
searched  but  did  not  have  available  any  data  on  how  much  people 
are  spending  out  of  pocket  for  mental  health  services  for  children.] 

Senator  Harkin.  Bill,  on  the  issue  of  the  State  school  on  the 
IDEA;  under  IDEA  we  do  have  the  hold  harmless  clause,  you  men- 
tioned that.  And  I  can  assure  you  that  will  remain  in  there.  I  hap- 
pen to  be  a  strong  supporter  of  IDEA  and  folding  that  in,  but 
again,  I  believe  that  people  ought  to  have  these  options.  Some  peo- 
ple obviously  flourish  better  in  mixed  settings  and  mainstreaming. 
Others  flourish  better  in  a  school  such  as  the  Iowa  School  for  the 
Deaf.  We  do  not  want  to  do  anything  to  disrupt  that.  I  think  people 
ought  to  have  choices.  Not  just  one  choice,  but  they  ought  to  have 
other  choices.  So  that  is  why  I  want  to  make  sure  that  we  hold 
these  harmless.  We  will  do  that. 

Jane,  on  LIHEAP,  as  I  mentioned  in  my  opening  remarks,  the 
President  just  cut  the  budget  in  half,  almost,  about  a  50-percent 
cut.  Again,  just  in  your  own  terms,  what  would  that  mean  to  people 
in  my  State?  Or  I  do  not  have  to  be  so  parochial  about  Iowa.  What 
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would  this  mean  in  terms  of  a  50-percent  cut  in  LIHEAP  funds  the 
next  year? 

Ms.  Roberts.  Well,  it  is  devastating.  And  of  course,  these  are 
targeted  funds  and  you  never  know  whether  you  are  going  to  need 
it.  A  lot  depends  upon  the  severity  of  the  winter  and  the  summer 
and  so  on.  But  when  I  have  a  $200  heating  bill  in  Iowa  I  consider 
that  a  very  healthy  bill.  But  I  know  an  older  women  in  Alabama 
who  also  just  this  last  month  had  a  $200  heating  bill.  For  her,  it 
was  a  difference  of  whether  she  ate  or  whether  she  paid  for  heat. 
That,  fortunately,  does  not  happen  to  be  my  problem.  But  it  is  a 
problem  for  many  older  people,  especially  on  Social  Security  when 
that  is  their  only  income. 

Senator  Harkin.  I  think  also  important,  and  what  I  believe  you 
had  in  your  statement  is  that  something  like  over  one-half  of  peo- 
ple who  are  elderly  heat  their  homes  with  natural  gas? 

Ms.  Roberts.  Right. 

Senator  Harkin.  Natural  gas  has  gone  up  by  37  percent.  Every- 
body has  always  said  gasoline  prices  are  low  and  home  heating  oil 
is  low,  and  that  is  fine  for  those  who  have  home  heating  oil.  But 
for  those  in  the  upper  Midwest  and  places  like  that  who  heat  with 
natural  gas,  a  37-percent  increase  has  occurred.  Then  you  take  a 
50-percent  cut  from  LIHEAP,  that  could  be  devastating.  In  Michi- 
gan, Wisconsin,  all  of  those  Northern  States  up  there  in  the  winter 
time,  it  can  be  devastating. 

Ms.  Roberts.  The  other  factor  that  I  think  is  important  is  a  lot 
of  these  older  homes  are  not  weatherized  and  they  do  not  have  the 
efficient  use  of  the  heating  available. 

Senator  Harkin.  That  is  true. 

Ms.  Roberts.  The  elderly  people  do  not  have  the  money  to  up- 
grade them  so  that  they  are  very  efficient. 

Senator  Harkin.  We  need  to  put  more  money  in  weatherization, 
because  that  again  will  save  us  more  money  downstream. 

Ms.  Roberts.  But  we  know  your  support  for  this  program  in  the 
past  and  we  really  appreciate  what  you  have  done. 

Senator  Harkin.  It  is  just  going  to  be  dam  tough — when  the 
President  cuts  it  by  50  percent — for  us  to  try  to  find  the  $650  mil- 
lion to  put  back  in  it  when  we  have  so  many  other  needs  out  there. 
Again,  if  we  can  get  our  fund  for  health  research  to  help  us  in 
terms  of  the  research  portion  of  our  budget  then  this  frees  up  all 
the  money  for  things  like  LIHEAP  and  things  like  that. 

Again,  thank  you  all  for  being  here.  Scott,  it  is  good  to  see  you. 
I  am  glad  you  are  getting  along  just  fine.  And  we  will  continue  our 
efforts  in  this  area,  be  assured  of  that. 

Mr.  KlEFER.  Thank  you. 

Ms.  Roberts.  Thank  you  very  much. 

STATEMENT  OF  JANET  ZWICK,  NATIONAL  ASSOCIATION  OF  STATE  AL- 
COHOL AND  DRUG  ABUSE  DIRECTORS,  INC. 

Senator  Harkin.  We  will  call  our  next  panel:  The  National  Asso- 
ciation of  State  Alcohol  and  Drug  Abuse  Directors,  Janet  Zwick;  the 
University  of  Iowa  and  the  Human  Genome  Project,  Dr.  Jeff  Mur- 
ray; the  Tri-Council  for  Nursing,  Dr.  Ellen  Strachota;  Huntington's 
Disease  Society  of  America,  Roberta  Ann  Meyer  and  Stephen 
Bajardi. 
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Again,  thank  you  for  being  here.  We  will  try  to  move  along  here. 
First  is  Janet  Zwick.  Janet,  welcome,  and  please  proceed. 

Ms.  ZwiCK.  Chairman  Harkin  and  honorable  members  of  the  Ap- 
propriations Committee,  I  am  Janet  Zwick  representing  alcohol  and 
drug  treatment  programs  throughout  the  Nation.  I  currently  serve 
as  director,  Division  of  Substance  Abuse  and  Health  Promotion, 
Iowa  Department  of  Public  Health.  We  sincerely  appreciate  your 
past  support  in  providing  funding  for  prevention  and  substance 
abuse  programs  throughout  the  Nation. 

We  would  like  to  thank  you  for  the  opportunity  to  provide  some 
data  to  support  the  $310  million  increase  that  the  President  has 
recommended  to  the  substance  abuse  block  grant.  This  increase  is 
critical  due  to  more  than  100,000  people  who  are  on  waiting  lists 
for  public  alcohol  and  other  direct  services.  Even  though  you  might 
have  used  alcohol  and  other  drugs,  it  has  a  significant  impact  on 
your  life. 

Substance  use  and  abuse  drives  up  health  care  costs;  25  to  40 
percent  of  all  general  hospital  patients  are  admitted  due  to  com- 
plications related  to  alcoholism.  Substance  use  and  abuse  affects 
the  crime  rate;  7  out  of  10  manslaughter  offenses  occur  after  a  per- 
son has  been  drinking  or  using  other  drugs.  Substance  use  and 
abuse  impacts  families,  one  in  four  Americans  experience  family 
problems  related  to  alcohol  abuse.  And  substance  use  and  abuse 
impacts  the  workplace  through  costs  incurred  related  to  work-relat- 
ed injuries,  higher  employee  turnover,  and  lost  productivity.  Your 
support  of  increased  funding  for  prevention  and  treatment  will  im- 
pact all  of  the  areas  listed  above. 

Prevention  and  treatment  of  substance  abuse  works.  Iowa  has 
seen  a  22-percent  decrease  in  alcohol-related  traffic  fatalities  in  the 
last  8  years.  Ohio  has  seen  a  21-percent  decrease  in  hospitaliza- 
tions after  treatment  for  substance  abuse.  Criminal  activity  de- 
creases after  treatment  and  work  productivity  increases.  Alcohol 
and  other  drug  treatment  services  will  reduce  AIDS,  TB,  fetal  alco- 
hol syndrome,  as  well  as  crack  babies. 

The  President's  recommendation  uses  the  term  "hard  core  users," 
and  I  would  urge  the  committee  to  include  chronic  alcohol  users 
within  this  definition.  Senator  Harkin,  you  are  aware  that  alcohol 
is  the  primary  problem  in  Iowa  and  many  other  rural  and  frontier 
States.  Chronic  alcoholism  must  be  included  within  this  term. 

Prevention  and  treatment  reduces  other  health  care  costs.  If  we 
are  to  have  an  impact  with  health  care  reform,  substance  abuse 
and  prevention  must  be  included  as  a  part  of  the  benefit  package. 

PREPARED  STATEMENT 

In  conclusion,  the  National  Association  of  State  Alcohol  and  Drug 
Abuse  Directors  urge  that  the  Senate  appropriate  President  Clin- 
ton's recommendation  of  $310  million  for  substance  abuse  block 
grant,  $35  million  for  categorical  alcohol  and  other  programs,  and 
ensure  that  chronic  alcoholism  is  included  within  the  definition  of 
hard  core  users. 

Thank  you  for  this  opportunity. 

Senator  Harkin.  Janet,  thank  you  very  much.  I  will  get  back  to 
you  on  that  one  issue,  too. 

[The  statement  follows:] 
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Statement  of  Janet  Zwick 

Chairman  Harkin  and  Honorable  Members  of  the  Senate  Appropriations  Commit- 
tee, my  name  is  Janet  Zwick  and  I  am  here  today  representing  State  Alcohol  and 
Drug  Agencies  throughout  the  Nation.  I  currently  serve  as  the  Director  of  the  Divi- 
sion of  Substance  Abuse  and  Health  Promotion  of  the  Iowa  Department  of  Public 
Health.  I  appreciate  the  opportunity  to  provide  you  with  data  and  information  that 
support  the  need  for  the  President's  recommendation  of  an  increase  of  $310  million 
from  the  Department  of  Health  and  Human  Services  for  the  Substance  Abuse  Block 
Grant  to  treat  persons  with  chronic  and  hard-core  problems  related  to  alcohol  and 
other  drugs.  We  are  also  supportive  of  the  proposal  to  provide  $35  million  dollars 
for  categorical  programs  to  address  chronic  and  hard-core  drug  use. 

Here  are  five  compelling  reasons  why  this  increase  is  so  critical: 

1.  At  this  moment,  approximately  100,000  people  are  on  waiting  lists  for  public 
alcohol  and  other  drug  treatment  services.  This  is  just  the  tip  of  the  iceberg.  In 
1990,  the  Institute  of  Medicine  reported  that  about  3  million  people  need  drug  treat- 
ment. National  treatment  admissions  indicate  that  one-third  are  for  drugs  while 
two-thirds  are  for  alcohol  so  it  is  conservatively  estimated  that  over  9  million  people 
have  alcohol  and  other  drug  problems  that  require  treatment. 

2.  Providing  for  the  prevention  and  treatment  of  substance  abuse  for  low-income 
individuals  who  have  alcohol  and  other  drug  (AOD)  problems  will  reduce  Medicaid 
and  other  health  costs.  A  recent  study  by  the  Center  on  Addiction  and  Substance 
Abuse  at  Columbia  University  demonstrated  that  1  out  of  5  Medicaid  dollars  could 
be  attributed  to  substance  abuse  problems.  Alcohol  and  other  drug  treatment  serv- 
ices will  also  help  to  reduce  the  epidemics  of  AIDS,  TB,  and  Multiple  Drug-Resistant 
TB.  In  addition,  AOD  treatment  services  are  critical  in  the  fight  against  Fetal  Alco- 
hol Syndrome  and  crack  babies  and  other  drug  dependencies  and  their  debilitating 
health  consequences. 

3.  Providing  alcohol  and  other  drug  problem  prevention  and  treatment  services 
will  also  have  a  positive  impact  on  other  areas.  The  Child  Welfare  League  of  Amer- 
ica estimates  that  about  60  percent  to  80  percent  of  the  children  in  foster  care  come 
from  families  that  have  serious  alcohol  and  other  drug  problems.  And  a  1993  Na- 
tional Governors'  Association  report  noted:  "Many  children  whose  mothers  use  sub- 
stances ultimately  are  placed  in  foster  care.  From  1986  to  1989,  the  number  of  chil- 
dren in  foster  care  grew  nearly  30  percent,  and  drug-exposed  infants  and  young  chil- 
dren endangered  by  parental  alcohol  and/or  other  drug  abuse  are  the  fastest  grow- 
ing foster  care  population."  These  children  and  families  can  be  helped  if  adequate 
treatment  services  are  available. 

Head  Start  families  are  also  experiencing  more  alcohol  and  other  drug  problems 
as  reported  in  a  May  1993  Inspector  General's  Report.  Head  Start  grantees  report 
increased  numbers  of:  "(1)  families  with  complex  needs,  (2)  children  with  behavioral 
problems  and  special  needs,  and  (3)  families  with  drug  and  alcohol  abuse  problems. 
Not  only  did  the  number  of  these  families  increase  but  also  the  severity  of  their 
problems."  It  is  likely  that  many  of  the  children  with  behavioral  problems  and  spe- 
cial needs  were  bom  with  fetal  alcohol  syndrome  or  other  drug  dependency  prob- 
lems. 

4.  Prevention  activities  for  children,  youth,  and  adults  are  essential  if  we  are  to 
combat  the  rise  of  alcohol  and  other  drug  problems.  New  data  from  the  Department 
of  Health  and  Human  Services,  Monitoring  the  Future  Survey,  shows  that  illicit 
drug  use  is  consistently  up  for  8th,  10th,  and  12  graders  for  most  of  the  drugs  meas- 
ured. This  is  a  reversal  of  a  downward  trend  that  began  in  1981.  Drugs  that  are 
increasingly  used  by  grade-schoolers  include  LSD  and  inhalants  such  as  glue,  aero- 
sol, and  solvents.  It  is  important  to  note  that  alcohol  use  remains  high  among  high 
school  youth-with  a  binge  drinking  rate  of  28  percent  for  high  school  seniors.  We 
must  provide  prevention  programs  that  not  only  educate  but  also  provide  role  mod- 
els, alternative  activities,  and  a  long-term  commitment  to  successful  prevention 
strategies. 

5.  Finally,  providing  alcohol  and  other  drug  prevention  and  treatment  services 
will  help  to  address  serious  problems  such  as  crime  and  violence.  Alcohol  and  other 
drugs  often  affect  the  user  in  ways  that  make  violence  more  likely.  In  addition,  drug 
users  sometime  commit  violent  acts  to  get  more  money  to  buy  drugs.  According  to 
the  Bureau  of  Justice  Statistics,  among  the  violent  offenders  in  State  prisons  in 
1986: 

More  than  half  said  they  committed  the  offense  under  the  influence  of  drugs  or 
alcohol. 

Records  indicate  that  76  percent  of  offenders  or  victims  were  using  alcohol  and/ 
or  other  drugs  in  manslaughter  cases. 
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Alcohol  or  other  drug  problems  were  often  implicated  in  more  than  half  of  sexual 
assault  cases. 

As  you  know,  State  Alcohol  and  Drug  Agencies  are  responsible  for  serving  low- 
income  individuals.  Our  clients  are  the  persons  with  chronic  and  hard-core  problems 
that  the  Administration  intends  to  target.  We  agree  with  the  Administration's  anal- 
ysis that  no  comprehensive  effort  to  fight  alcohol  and  other  drug  problems  can  "suc- 
ceed without  reaching  those  who  are  costliest  to  society,  have  suffered  the  longest, 
and  are  the  hardest  to  help." 

State  Alcohol  and  Drug  Agency  Directors  also  have  a  special  focus  on  prevention 
and  treatment  of  alcohol  and  other  drug  problems  for  youth  and  pregnant  women. 
Clients  in  the  public  system  are  generally  experiencing  serious  difficulties  in  other 
parts  of  their  lives.  In  many  instances,  they  either  have  lost  or  are  in  danger  of  los- 
ing their  jobs  and  their  children.  Others  are  referred  to  public  treatment  by  the 
courts  after  drunk  driving  arrests,  reports  of  child  abuse,  or  as  an  alternative  to 
prison.  After  successful  treatment,  these  clients  can  return  to  work  and  to  their 
families  and  become  productive  tax-paying  citizens. 

It  is  important  to  note  that  the  public  treatment  system  provides  two-thirds  of 
all  alcohol  and  other  drug  treatment  in  this  country.  For  this  reason  we  are  also 
a  primary  system  for  addressing  AIDS,  TB,  and  Multiple  Drug-Resistant  TB,  fetal 
alcohol  syndrome,  and  drug-addicted  babies. 

NASADAD  will  shortly  be  releasing  its  1992  data  analysis  report  that  indicates 
that  the  public  system  had  nearly  1.8  million  admissions  for  treatment,  with  over 
1.1  million  for  alcohol  and  654,399  for  drug  treatment.  The  Substance  Abuse  Block 
Grant  legislatively  mandates  that  pregnant  women  and  IV  drug  users  receive  prior- 
ity and  that  all  persons  in  treatment  receive  screening,  testing,  and  services  for 
AIDS  and  TB.  Twenty  percent  of  the  Block  Grant  is  set  aside  for  comprehensive  pre- 
vention activities  that  are  community  based.  So  Substance  Abuse  Block  Grit  dollars 
are  well-leveraged,  currently  thinly  stretched,  and  in  desperate  need  of  significant 
expansion  a  provided  for  within  the  President's  budget. 

At  the  same  time,  many  people  are  on  waiting  lists  for  treatment.  Here  are  exam- 
ples of  the  numbers  of  people  on  waiting  lists  in  a  few  States:  West  Virginia — 486; 
Hawaii— 297;  Arkansas— 273;  Nevada— 1,786;  Wisconsin— 840;  Washington— 964; 
Oregon — 3,170;  Mississippi — 442;  Florida — 1,717;  Missouri — 608.  The  recommended 
increases  in  the  President's  budget  will  help  to  provide  treatment  for  at  least  some 
of  those  on  waiting  lists. 

I  want  to  also  mention  that  recent  disasters  in  this  country  have  resulted  in  an 
urgent  increase  in  the  demand  for  treatment.  Families  who  lost  loved  ones,  homes, 
and  jobs  in  the  floods  in  the  Midwest  earlier  this  year  and  in  the  fires  and  recent 
earthquakes  in  California,  have  experienced  increased  alcohol  and  other  drug  prob- 
lems. We  must  be  able  to  provide  both  treatment  and  prevention  services  to  the 
youth  and  adults  who  have  both  short-  and  long-term  trauma  as  a  result  of  these 
disasters. 

In  preparing  for  this  testimony,  we  asked  States  to  tell  us  why  they  need  addi- 
tional dollars.  Here  are  some  of  the  responses: 

Iowa 

Additional  funding  is  needed  particularly  for  prevention  services.  Some  programs 
in  the  State  serve  an  8-county  area,  but  have  only  3  full-time  employees  to  serve 
8  counties.  Comprehensive  prevention  services  are  not  being  provided  due  to  lack 
of  funding.  The  average  cost  of  substance  abuse  prevention  services  in  Iowa  is 
$17.01  per  individual  while  the  average  cost  of  treatment  is  $1,127  per  individual. 

Wisconsin 

There  are  currently  200  on  waiting  lists  for  women's  programs  that  can  provide 
long-term  treatment.  Community-based  programs  for  delinquent  adolescents  are 
also  needed.  Finally,  cocaine  users  need  longer  term  treatment  rather  than  multiple 
revolving  door  admissions  to  short-term  treatment. 

Nevada 

In  a  recent  Nevada  survey,  37  percent  of  providers  had  individuals  on  waiting 
lists  for  over  30  days.  One  program  reported  that  experience  showed  that  50  percent 
of  clients  did  not  access  treatment  if  they  were  placed  on  waiting  lists  for  any 
amount  of  time,  and  the  longer  the  wait,  the  less  likely  that  the  client  would  enter 
treatment.  Another  agency  reported  that  if  they  were  unable  to  admit  someone 
within  45  days,  the  individual  was  removed  from  the  waiting  list  so  that  the  figures 
did  not  reflect  the  actual  numbers  of  individuals  who  had  applied  for  services.  The 
most  frequent  concern  expressed  by  treatment  providers  was  that  if  the  treatment 
system  is  not  available,  addicted  individuals  access  other  State  "systems"  such  as 
arrests  for  Driving  Under  the  Influence,  or  crimes  to  support  drug  habits,  systems 
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for  child  or  spouse  abuse,  unemployment  and  welfare  systems,  programs  for  home- 
lessness  and  so  forth. 

Arkansas 

Arkansas  has  only  one  publicly  funded  comprehensive  residential  treatment  cen- 
ter for  adolescents.  In  light  of  the  epidemic  of  drug-related  gang  violence,  many 
more  resources  are  needed  that  target  specifically  comprehensive  adolescent  treat- 
ment and  intervention  services.  Another  top  priority  is  the  dually-diagnosed  clients 
who  have  a  mental  health  and  a  substance  abuse  problem. 

Mississippi 

Cocaine/crack  admissions  in  Mississippi  have  increased  over  400  percent  in  the 
last  5  years.  Cocaine  admissions  are  second  only  to  alcohol  admissions.  Mississippi 
has  the  highest  VD  rate  in  the  country.  It  is  suspected  that  crack  use  has  been  a 
major  contributor  in  that  alarming  rate. 

Alaska 

For  Alaska,  there  are  two  specific  populations  that  need  additional  services.  These 
services  must  be  met  on  an  ongoing  basis  and  not  available  in  categorical  time  lim- 
ited grants.  These  are  women  of  child-bearing  age  and  dually  diagnosed. 

Missouri 

In  a  St.  Louis  study,  two-thirds  of  those  arrested  tested  positive  for  alcohol  or 
other  drugs.  Substance  abuse  is  highly  correlated  with  criminal  behavior.  Missouri 
currently  serves  only  50  percent  of  its  target  population,  many  of  whom  are  "hard 
core"  users,  who  frequently  access  services.  The  population  that  is  served  has  a  high 
incidence  of  overlapping  problems  in  the  areas  of  health,  unemployment,  and  crime. 
Early  intervention  through  treatment  would  save  money  stabilizing  these  individ- 
uals and  thereby  reducing  their  other  problems. 

In  conclusion,  the  National  Association  of  State  Alcohol  and  Drug  Agency  Direc- 
tors strongly  urges  that  the  Senate  appropriate  the  full  fiscal  year  1995  increase 
recommended  by  President  Clinton  of  $310  million  for  the  Substance  Abuse  Block 
Grant  and  $35  Million  for  categorical  alcohol  and  other  drug  programs.  I  will  be 
glad  to  answer  any  questions  or  to  supply  any  additional  information  needed  for  the 
record. 

STATEMENT  OF  JEFFREY  C.  MURRAY,  THE  UNIVERSITY  OF  IOWA  AND 
THE  HUMAN  GENOME  PROJECT 

Senator  Harkin.  Next,  we  will  have  Dr.  Murray  on  the  Human 
Genome  Project. 

Dr.  Murray.  Thank  you,  Senator  Harkin.  I  would  also  first  of  all 
like  to  thank  you  and  your  committee  for  the  very  strong  support 
you  have  provided  to  the  NIH  in  general  and  to  the  human  genome 
project  in  particular  over  the  last  several  years.  And  I  would  also 
like  to  thank  you  for  taking  the  time  to  read  all  of  the  prepared 
statements  that  were  delivered  today.  So  I  will  just  extract  from 
mine  and  make  a  few  points  and  emphasize.  My  job  here  is  also 
made  much  easier  by  the  fact  that  we  have  also  heard  from  a  num- 
ber of  not  only  celebrity  guests  but  also  a  number  of  other  members 
of  the  audience  whose  lives  have  been  directly  impacted  by  the  ef- 
fect of  genetic  diseases. 

I  am  a  pediatrician  and  a  molecular  biologist,  and  I  learned  early 
in  my  own  life  about  the  impact  of  genetic  disorders  when  my 
brother  Gregory  was  born  with  Down  syndrome.  In  the  last  several 
years  I  have  had  the  opportunity  to  interact  with  scientists  and  cli- 
nicians much  like  myself  in  working  with  these  areas.  And  I  often 
make  the  comparison  between  genetics  and  infectious  diseases  to 
try  and  give  some  sense  for  where  we  are  in  this  type  of  research. 

A  hundred  years  ago,  scientists  and  clinicians  became  very 
skilled  at  identifying  the  causes  of  infectious  diseases,  but  it  was 
only  decades  and  decades  later  that  antibiotics  and  immunizations 
had  a  very  profound  impact  on  the  extent  of  these  disorders.  All  of 


36 

us  know  that  infectious  diseases  continue  to  represent  an  impor- 
tant cause  of  morbidity  and  mortality  through  AIDS  and  the  re- 
emergence  of  tuberculosis,  and  in  less  developed  countries — the 
Philippines  where  I  have  just  returned  from — even  infectious  dis- 
eases that  we  think  have  been  prevented  a  long  time  ago  continue 
to  be  a  major  problem. 

Genetics  nowadays  is  much  like  infectious  diseases  100  years 
ago.  We  are  becoming  increasingly  adept  at  identifying  the  genetic 
causes  of  disorders.  You  heard  Scott  Kiefer  talk  about  the  advances 
that  have  taken  place  in  Marfan  S3aidrome,  for  example.  But  we 
still  have  a  long  way  to  go  to  be  able  to  identify  the  therapies  that 
will  be  able  to  directly  treat  these  disorders,  and  I  think  even  more 
importantly  to  come  up  with  strategies  that  will  be  effective  in  pre- 
venting or  developing  early  diagnosis  so  that  early  treatment  can 
be  begun. 

The  human  genome  project,  as  Mary  Tyler  Moore  mentioned,  I 
think  represents  the  tide  on  which  all  of  these  research  interests 
can  rise.  It  provides  the  basic  science  underpinnings  for  this  kind 
of  research  and  will  continue  to  allow  us  to  not  only  learn  about 
the  basic  science  of  these  projects  but  also  to  develop  direct  applica- 
tions in  identifying  and  preventing  these  disorders. 

I  would  like  to  make  one  other  point,  and  that  is  that  the  genome 
project  has  also  placed  a  particular  interest  on  learning  about  the 
social,  ethical,  and  legal  aspects  of  genetics,  and  I  would  like  to 
continue  to  stress  the  importance  of  this.  Genetic  disorders  differ 
from  many  others  in  their  impact  not  only  on  the  individual  but  on 
the  family.  And  we  know  through  disorders  such  as  Huntington's 
disease,  that  this  kind  of  impact  can  be  very  important  and  often 
difficult  and  troubling  to  deal  with.  And  I  would  like  to  continue 
to  request  that  your  committee  and  others  place  emphasis  on  not 
only  the  science,  but  also  the  educational  and  broader  issues  of  this 
project. 

PREPARED  STATEMENT 

I  would  like  to  close  by  again  just  thanking  you  and  hoping  that 
under  the  directorship  of  Doctors  Varmus  and  Collins  we  will  con- 
tinue to  be  able  to  provide  very  broad  underpinnings  for  this  kind 
of  work. 

Thank  you. 

Senator  Harkin.  Thank  you  very  much.  Dr.  Murray.  You  said 
you  had  some  interesting  things  to  tell  about  the  Philippines. 
Maybe  we  can  do  that  in  private  sometime  and  you  can  tell  me 
about  what  happened  there. 

[The  statement  follows:] 

STATEMEhfT  OF  JEFFREY  C.  MURRAY 

First,  I  would  like  to  thank  you.  Senator  Harkin,  members  of  your  committee,  and 
the  Senate  for  this  opportunity  to  speak  before  you  today  on  behalf  of  the  Human 
Genome  Project,  the  NCHGR  and  the  University  of  Iowa.  I  would  particularlv  thank 
you  for  the  very  strong  support  that  has  been  provided  by  you  and  this  Congress 
for  biomedical  research  over  the  last  several  decades.  This  research  support  has  al- 
ready led  to  dramatic  improvements  in  the  health  of  all  Americans  and  has  laid  the 
foundations  for  even  more  dramatic  improvements  in  the  future.  As  a  pediatrician 
who  is  especially  involved  in  the  care  of  infants  and  children  with  birth  defects,  I 
am  particularly  appreciative  of  those  improvements  that  have  led  directly  to  improv- 
ing the  lives  of  these  most  viilnerable  members  of  oiu"  society. 
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My  involvement  with  such  children  was  influenced  by  my  own  personal  experience 
with  children  having  disabling  birth  defects  as  one  of  my  brothers  was  born  with 
Down  syndrome.  Gregory's  life  and  struggles  had  a  dramatic  impact  on  our  family, 
and  his  death  while  i  was  a  pediatric  intern  helped  confirm  my  belief  that  more 
could  be  done  to  help  children  born  with  disabilities.  It  was  also  at  this  time  that 
I  was  especially  impressed  by  the  kind  of  personal  involvement  that  physicians  such 
as  Dr.  Murray  Feingold,  Dr.  Louis  Bartosnesky,  and  Iowa's  Dr.  Hans  Zellweger  and 
Dr.  James  Hanson  had  in  the  care  of  their  patients  and  their  families.  Thus,  early 
on  in  my  clinical  training,  I  was  touched  by  the  fragility  of  the  lives  and  the  impact 
of  congenital  disorders  on  the  families. 

In  parallel  with  my  clinical  contact  with  such  patients,  I  was  also  dramatically 
impressed  by  the  rapid  advances  that  molecular  biology  and  genetics  were  making 
in  nelping  us  to  better  understand  inherited  disorders.  The  1970's  and  1980's  were 
an  exciting  time  for  biomedical  research,  and  was  fortunate  to  participate,  at  least 
in  some  small  way,  in  some  of  these  efforts.  At  the  present  time,  my  efforts,  and 
those  of  many  of  my  colleagues  and  collaborators,  are  to  provide  the  best  possible 
clinical  care  for  patients  and  families  in  light  of  these  new  discoveries.  Our  goal  is 
to  apply  the  knowledge  gained  from  the  Human  Genome  Project  in  a  way  that  can 
contribute  quickly  and  effectively  to  improving  health  for  all  Americans. 

The  efforts  of  the  Human  Genome  Project  today  are,  in  many  ways,  comparable 
to  the  work  of  physicians  and  scientists  one  hundred  years  ago  in  the  area  of  infec- 
tious diseases.  At  that  time,  it  was  possible  to  very  carefully  characterize  and  cata- 
logue which  bacteria  were  responsible  for  which  particular  infection.  Disorders  such 
as  meningitis,  tuberculosis,  diphtheria  and  tetanus  all  had  their  underljang  causes 
identified.  Physicians  and  scientists  were  limited,  however,  in  their  ability  to  pro- 
vide any  effective  prevention  or  treatment.  Fortunately,  over  the  ensuing  decades, 
dramatic  progress  was  made  both  in  identifying  antibiotics  and,  perhaps  even  more 
importantly,  in  establishing  public  health  measures  such  as  improvements  in  sani- 
tation, public  water  systems  and  provisions  for  universal  immunization  that  re- 
sulted in  one  of  the  most  impressive  health-related  achievements  of  the  twentieth 
century — the  dramatic  reduction  of  infectious  diseases  as  major  killers  and  disablers 
of  our  nation's  children. 

Similarly  today,  human  geneticists  with  colleagues  in  clinical  medicine,  epidemiol- 
ogy, biochemistry,  embryology  and  other  fields,  are  identifying  new  genes  that  are 
associated  with  inherited  abnormalities  in  our  nation's  families.  Although  many  of 
these  birth  defects  and  genetic  disorders  are  individually  rare,  in  the  aggregate  they 
now  make  up  the  single  major  cause  of  death  for  infants  in  the  first  year  of  life. 
We  also  now  recognize  that  genetics  underlies  many  common  diseases  that  are  the 
major  sources  of  adult  morbidity  and  mortality  as  well.  Recent  studies  aimed  at 
identifying  genes  for  colon  cancer,  breast  cancer,  high  blood  pressure,  Alzheimer's 
Disease  or  genetic  susceptibility  to  environmental  hazards  are  but  a  few  examples 
of  the  role  that  genetics  can  play  in  disorders  that  affect  adults  as  well.  However, 
just  as  was  true  for  infectious  diseases  one  hundred  years  ago,  scientists  today  still 
have  a  limited  armamentarium  of  specific  genetic  treatments  and,  perhaps  more  im- 
portantly, few  ways  to  prevent  genetic  diseases.  At  a  time  when  we  are  all  becoming 
increasingly  aware  of  the  limitations  on  healthcare  dollars,  we  must  redouble  our 
efforts  to  provide  safe  and  effective  strategies  for  early  detection  and  risk  reduction 
for  those  disorders  that  can  affect  so  many  of  us.  It  is  in  this  area  of  surveillance, 
risk  modification  and  treatment  that  our  most  important  efforts  must  be  focused. 
I  strongly  encourage  you  and  the  other  members  of  Congress  to  not  only  continue 
your  efforts  at  support  but  to  redouble  them  as  this  will  provide  a  new  assurance 
and  legacy  for  our  nation's  people  just  as  our  grandparents  did  for  us  by  decreasing 
the  burden  of  infectious  diseases. 

In  1990,  the  NIH  and  DOE  jointly  developed  a  five-year  plan  for  the  Human  Ge- 
nome Project  in  the  United  States.  Despite  only  partial  funding  of  the  program,  a 
new  five-year  plan  was  put  forward  in  October  of  last  year  that  was  possible,  in  a 
large  part,  because  dramatic  advances  by  the  worldwide  community  of  scientists 
that  had  already  occurred  prior  to  the  completion  of  the  first  five-year  cycle.  Ad- 
vances in  genetic  mapping  and  gene  discovery  were  particularly  noteworthy  and 
have  allowed  for  an  enhancement  of  the  goals  in  the  next  five-year  plan  to  place 
even  further  emphasis  on  identification  of  genes  underlying  genetic  predispositions 
to  common  disorders.  These  new  goals  include  further  development  of  high  resolu- 
tion genetic  mapping  techniques  and  maps,  completion  of  physical  maps  at  a  higher 
degree  of  resolution,  emphasis  on  further  developments  of  DNA  sequence  tech- 
nologies, detailed  emphasis  on  strategies  for  identifying  and  characterizing  genes, 
ramping  up  of  the  studies  of  model  organisms  which  have  proven  so  important  for 
our  better  understanding  of  related  human  conditions,  and  a  special  emphasis  on 
continued  investigations  of  the  ethical,  legal  and  social  or  ELSI  implications  of  the 


38 

genome  project.  We  have  been  fortunate  to  contribute  to  this  process  both  by  helping 
to  generate  high  resolution  human  genetic  maps  and  through  our  identification  of 
a  gene  that  confers  susceptibility  to  the  most  common  birth  defect  of  the  human 
face — cleft  lip  and  palate.  In  my  clinical  work  with  these  families,  I  know  how  im- 
portant is  even  the  hope  of  progress  towards  the  prevention  of  this  disfiguring  dis- 
order. 

I  would  like  to  make  a  special  plea  for  continued  and  enhanced  funding  of  the 
genome  project  particularly  as  it  relates  to  studies  of  ethical,  legal  and  sociau  issues. 
As  dramatic  scientific  advances  unfold  before  us,  we  are  all  aware  of  the  almost 
daily  exposition  of  the  issues  that  human  genetics  raises  for  us.  In  the  last  few 
months  alone,  extensive  coverage  related  to  cloning  of  humans,  genetic  testing  of 
human  embryos,  and  the  possibility  of  a  genetic  component  contributing  to  behav- 
ioral traits  such  as  aggression  or  sexual  orientation  have  had  prominent  places  in 
the  popular  news  media.  Although  we  should  all  applaud  the  interest  and  involve- 
ment of  non-physicians  and  non-scientists  in  these  very  thought-provoking  areas,  we 
also  need  to  emphasize  the  need  for  both  public  education  and  medical  and  scientific 
review  of  these  dramatic  issues.  Less  news-provoking,  but  equally  important,  is  that 
the  public  have  a  genuine  understanding  ot  what  a  genetic  predisposition  means  or 
what  identification  of  a  new  gene  can  really  promise.  Dr.  Collins  and  his  prede- 
cessor. Dr.  Watson,  have  provided  outstanding  leadership  by  ensuring  that  specific 
funding  is  available  to  address  these  very  important  social  ethical  issues,  and  we 
encourage  your  own  support  of  these  topics. 

In  my  own  work,  I  have  been  very  involved  with  the  development  of  materials 
suitable  for  teaching  junior  high  and  high  school  students  and  their  teachers  about 
the  issues  involved  in  the  Human  Genome  Project.  Organizations,  such  as  the  Bio- 
logical Sciences  Curricular  Study  group  and  others,  have  the  support  of  funding  pro- 
vided through  the  NIH,  DOE  and  NSF.  They  have  made  great  strides  in  making 
available  to  students  around  the  country  materials  which  can  instruct  them  in  not 
only  the  scientific  and  clinical  issues  but,  perhaps  more  importantly,  the  ethical, 
legal  and  social  issues  that  surround  studies  that  relate  to  our  genetic  inheritance. 
Recently,  I  have  had  the  opportunity  to  work  with  Mr.  Kevin  Koepnick  at  City  High 
School  in  Iowa  City  and  his  tenth  grade  biology  students.  These  students  are  fas- 
cinated not  only  by  the  science  of  human  genetics  but  even  more  so  by  what  analy- 
sis of  their  own  genetic  material  might  mean  for  them  in  a  future  world  where  ge- 
netics may  have  a  major  impact  on  employment  and  health  care  coverage. 

I  would  strongly  encourage  the  Congress  to  continue  to  support  these  efforts  to 
provide  for  an  informed  citizenry  as  it  is  the  children  of  today  who  will  be  confront- 
ing and  making  the  de.-^isions  that  will  affect  them  and  future  generations.  Issues 
that  relate  to  our  inherited  material  have  always  been  ones  that  have  been  particu- 
larly fraught  with  a  wide  range  of  views  and  opinions.  It  is  only  by  insuring  that 
our  citizenry  is  well  informed  in  these  areas  that  thoughtful  discussion  and  appro- 
priate decisions  can  occur.  The  Human  Genome  Project,  perhaps  more  than  any 
other  scientific  effort  in  recent  years,  raises  issues  that  affect  our  daily  lives  in  ways 
that  extend  far  beyond  science  and  medicine.  It  is  essential  that  the  students  of 
today  be  familiar  with  this  science  and  with  the  ethical  and  social  underpinnings 
of  it,  so  that  they  can  be  informed  decision  makers  in  the  future. 

Let  me  close  by  reinforcing  that  as  a  physician  and  scientist,  I  have  seen  dramatic 
advances  occur  even  during  the  short  span  of  time  that  I  have  been  involved  in  this 
project.  Although  these  advances  have  already  resulted  in  clinical  improvements 
through  earlier  diagnosis,  we  still  have  a  long,  long  way  to  go.  It  will  only  be 
through  the  continued  efforts  and  support  of  the  Congress  working  with  our  sci- 
entists and  healthcare  professionals  that  we  can  continue  to  better  understand  the 
inherited  nature  of  human  diseases  and  develop  strategies  for  their  prevention  and 
early  effective  treatment  in  a  way  that  can  benefit  us  all.  I  would  strongly  encour- 
age you  to  continue  your  support  of  the  NCHGR  and  to  provide  it  with  full  funding 
at  a  level  of  $200  milUon  per  year.  This  would  include  strong  support  for  studies 
of  ELSI  issues.  In  a  related  way,  emphasis  on  support  of  science  education  will  en- 
sure a  well  informed  citizenry  who  can  help  point  the  way  to  future  needs.  This  in- 
vestment is  the  best  way  to  limit  the  burden  of  inherited  disabilities  for  future  gen- 
erations and  a  way  of  thanking  the  generations  before  ours  for  limiting  our  own  bur- 
den of  disease. 

STATEMENT  OF  ELLEN  STRACHOTA,  ON  BEHALF  OF  THE  TRI-COUN- 
CIL  FOR  NURSING 

Senator  Harkin.  Next  is  Ellen  Strachota,  head  of  the  Division  of 
Nursing  at  Grandview  College  in  Des  Moines.  Dr.  Strachota,  thank 
you  very  much  for  being  here. 
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Dr.  Strachota.  Thank  you  very  much,  Senator  Harkin,  for  al- 
lowing us  this  opportunity  to  testify  in  behalf  of  the  Tri-Council  for 
Nursing.  This  is  a  body  composed  of  national  nursing  groups.  In- 
cluded in  this  group  is  the  American  Nurses  Association,  the  Amer- 
ican Association  of  Colleges  in  Nursing,  the  National  League  for 
Nursing,  and  the  American  Organization  of  Nursing  Executives. 

These  organizations  and  the  rest  of  the  appropriation  rec- 
ommendations do  appear  in  the  full  testimony.  These  organizations 
are  committed  to  ensuring  a  strong  Federal  role  for  nursing  edu- 
cation and  nursing  research.  We  see  a  growing  demand  for  nursing 
professionals  as  the  health  care  system,  prodded  by  congressional 
and  administration  attention,  moves  toward  health  care  reform. 

Legislative  proposals  currently  under  consideration  could  push 
this  reform  even  faster.  We  appreciate  the  past  support  this  sub- 
committee has  shown  for  nursing  education  and  nursing  research. 
The  Tri-Council  has  long  supported  changes  in  the  present  delivery 
system  and  is  excited  by  the  beginning  dialog  and  the  prospects  for 
where  we  will  go  in  the  future. 

The  Nursing  Education  Act  is  a  key  element  for  the  future.  We 
are  pleased  with  the  increases  in  funding  for  fiscal  year  1994  for 
the  Nurse  Education  Act,  especially  those  that  dealt  with  nurse 
practitioners,  nurse  midwives,  and  stipends  for  graduate  nursing 
students.  Those  increases  were  right  on  target.  These  advanced 
practice  nurses  are  precisely  the  kind  of  cost-effective  high  quality 
primary  care  providers  needed  to  move  our  health  care  delivery 
system  to  more  rational  operation.  These  small  increases  will  help 
advance  nurse  practitioner  programs  with  waning  lists  of  potential 
students  expand  their  enrollment. 

With  greater  individual  support,  graduate  students  will  be  able 
to  move  more  quickly  through  their  studies  to  practice  where  they 
are  in  greater  demand.  Examples  of  some  of  these  studies  included 
in  Cedar  Rapids,  L^,  in  Iowa  City,  the  geriatric  nurse  health  train- 
ing in  long-term  care,  a  distance  education  project  for  RN  to  BSN 
students  in  Philadelphia,  in  accelerated  BSN  to  MSN  program,  pri- 
mary care  networks  at  the  University  of  Pennsylvania  and  Florida, 
a  clinic  for  the  hurricane  victims,  and  a  long-term  care  project. 

Overall,  the  NEA  helps  thousands  of  nursing  students  at  all  lev- 
els to  obtain  their  education,  and  increasingly  also  deliver  patient 
care.  Loan  repayments  serve  as  incentives  to  bring  nursing  grad- 
uates into  nurse  service  shortage  areas.  We  are  concerned  about 
the  consolidation  of  the  HERSHA  programs  in  the  administration's 
budget  to  prevent  us  from  assessing  whether  NEA  programs  will 
have  the  allotted  sufficient  funds  to  accomplish  their  statutory  mis- 
sions. 

We  also  need  to  look  at  the  nursing  research,  and  this  is  an  inte- 
gral part  again,  for  the  effectiveness  of  nursing  care.  Advances  in 
nursing  care  arise  from  sound  research,  and  this  will  improve  qual- 
ity patient  care  by  lowering  its  cost.  Due  to  a  small  funding  base, 
the  NINR  is  projected  to  fall  behind  the  NIH  average  success  rate 
of  24.6  percent  to  10.5  percent  for  fiscal  year  1994.  The  Tri-Council 
recommends  investing  in  the  National  Institute  for  Nursing  Re- 
search in  the  amount  of  $74.8  million.  And  again,  we  would  like 
to  thank  you.  Senator  Harkin,  for  your  support  to  make  the  Na- 
tional Institute  for  Nursing  Research. 
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There  are  many  other  areas  that  nurses  are  involved  in.  Partly, 
the  evolution  of  health  care  delivery  toward  community  based  nurs- 
ing care  is  causing  a  reassessment  of  the  types  and  numbers  of  pro- 
viders needed.  Changes  in  the  role  of  nurses  in  the  delivery  system 
as  well  as  expanding  arrays  of  sites,  including  many  of  the  things 
in  rural  health  and  rural  health  outreach  grants,  are  important  for 
the  future  of  health  care  in  our  Nation.  We  urge  stability  in  nurs- 
ing education  funding  and  increases  for  those  types  of  nurses  in 
greatest  demand  as  a  strategy  for  sensible  balances  in  these  pro- 
grams. 

PREPARED  STATEMENT 

This  is  particularly  true  during  times  of  major  changes  in  our 
system,  since  nursing  care  will  always  be  the  center  element  of  our 
health  care  needs.  Thus,  the  Tri-Council  suggests  that  appropriate 
funding  levels  be  maintained  for  the  NEA  and  the  NINR  and  other 
nursing  education  and  research  programs. 

The  Tri-Council  appreciates  being  given  the  opportunity  to  share 
its  views  with  the  subcommittee.  Thank  you  for  your  attention,  and 
I  would  be  happy  to  respond  to  any  questions. 

Senator  Hajikin.  Dr.  Strachota,  thank  you  very  much  for  your 
testimony.  I  will  get  back  to  you.  I  have  basically  one  thing  I  want 
to  ask  you  for  the  record. 

[The  statement  follows:! 

Statement  of  Ellen  Strachota 

Good  morning,  Mr.  Chairman  and  members  of  this  distinguished  subcommittee. 
I  am  Ellen  Strachota,  Ph.D.,  RN,  Head  of  the  Division  of  Nursing  at  Grand  View 
College  in  Des  Moines,  Iowa.  I  am  here  today  on  behalf  of  the  Tri-Council  for  Nurs- 
ing, a  body  comprised  of  4  major  national  nursing  organizations;  The  American  As- 
sociation of  Colleges  of  Nursing  representing  456  senior  colleges  and  universities 
with  baccalaureate,  master's,  and  doctoral  nursing  education  programs  across  the 
United  States;  the  American  Nurses  Association  with  200,000  registered  nurse 
members  in  53  constituent  state  and  territorial  nurses's  associations;  the  National 
League  for  Nursing  including  1,620  accredited  nursing  schools,  i"?  constituent  state 
leagues,  104  health  care  institutes,  and  15,000  individual  members;  and  the  Amer- 
ican Organization  of  Nurse  Executives  representing  6,000  nurse  executives  and 
managers  in  120  chapters  nationwide. 

These  organizations  are  committed  to  ensuring  a  strong  federal  role  for  nursing 
education  and  research.  We  see  a  growing  demand  for  nursing  professionals  as  the 
health  care  system,  prodded  by  Congressional  and  Administration  attention,  moves 
toward  reform.  The  Tri-Council  has  long  supported  changes  in  the  present  delivery 
system,  and  is  excited  by  the  beginning  dialogue  and  prospects  for  the  future. 
Today,  the  Tri-Council  offers  its  professional  recommendation  on  funding  for  key 
federal  programs  for  nursing  students  and  schools.  We  appreciate  the  past  support 
this  subcommittee  has  shown  for  nursing  education  and  research. 

Nurse  Education  Act. — In  fiscal  year  1994,  this  subcommittee  supported  increases 
for  Nurse  Education  Act  (NEA,  Title  VII  of  the  Public  Health  Service  Act  [PHSA]) 
sections  that  support  nurse  practitioner  and  nurse  midwife  programs  (Sec.  822)  and 
provide  stipends  for  graduate  nursing  students  (Sec.  830).  This  will  provide  funds 
for  about  71  programs,  educating  an  estimated  1207  NP/CNM  students  (Sec.  822) 
and  will  provide  stipends  for  approximately  7564  master's  and  doctoral  nursing  stu- 
dents training  to  become  NP's,  CNM's,  educators,  public  health  nurses,  and  other 
clinical  specialists  (Sec.  830).  Those  increases  were  right  on  target:  these  advanced 
practice  nurses  (APNs)  are  precisely  the  kind  of  cost  effective,  high  quality  primary 
care  providers  needed  to  move  our  health  delivery  system  to  more  rational  oper- 
ation. The  Tri-Council  this  year  recommends  increases  for  Sections  822  and  830  to 
$20  million  each,  while  accepting  level  funding  for  all  other  NEA  programs  in  rec- 
ognition of  budget  constraints.  These  small  increases  will  help  APN  programs  with 
waiting  lists  of  potential  students  expand  their  enrollments.  With  greater  individual 
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support,  graduate  students  will  be  able  to  move  more  quickly  through  their  studies 
into  practice  where  they  are  in  great  demand. 

That  is  not  to  say  that  there  is  no  need  for  more  money  for  other  NEA  programs; 
on  the  contrary,  any  additional  funding  would  be  put  to  very  good  public  health  use. 
For  example,  NEA  funds  for  fiscal  year  1994  also  will  support  Special  Projects  (Sec. 
820):  68  awards  (continuing  education,  primary  care  training,  etc.);  Advanced  Nurse 
Education  (Sec.  821):  (65  grants  to  prepare  1040  master's  and  doctoral  students  for 
clinical,  faculty  and  public  health  roles);  Disadvantaged  Students  (Sec.  827):  (25 
awards  assisting  420  individuals)  Nurse  Anesthetist  programs  (Sec.  831):  (92 
awards  for  students,  programs,  and  faculty  education);  and  Loan  Repayment  for 
service  in  nursing  shortage  areas  (Sec.  846).  The  Tri-Council  fiscal  year  1995  rec- 
ommendation for  NEA  funding  is  $71.1  million. 

Overall,  the  NEA  helps  thousands  of  nursing  students  at  all  levels  to  obtain  their 
education.  Loan  repayments  served  as  incentives  to  bring  nursing  graduates  into 
nurse  service  shortage  areas.  The  Tri-Council  will  support  the  NEAs  reauthoriza- 
tion this  year.  The  Tri-Council  is  concerned  about  the  consolidation  of  PHSA  T.VIII 
and  T.VII  into  five  major  headings  in  the  Administration's  fiscal  year  1995  budget. 
Because  of  this,  it  has  been  difficult  to  determine  specific  funding  levels  for  NEA 
sections  to  assess  whether  they  meet  the  needs  of  nursing  students  and  educational 
programs. 

National  Institute  of  Nursing  Research  (NINR). — ^Nursing  research  is  an  integral 
part  of  the  effectiveness  of  nursing  care  because  advances  in  nursing  care  arising 
from  sound  research  will  improve  the  quality  of  patient  care  while  lowering  its  cost. 
NINR  focuses  on  the  young,  the  chronically  ill  including  those  with  HIV  and  those 
with  Alzheimer's  Disease,  the  elderly,  other  special  concerns,  and  is  moving  into 
community  based  health  care  models.  Due  to  its  small  funding  base,  the  NINR  is 
projected  to  fall  behind  the  NIH  average  success  rate  of  24.6  percent  to  10.5  percent 
tor  fiscal  year  1994.  The  Tri-Council  recommends  funding  for  the  National  Institute 
of  Nursing  Research  of  $74.8  million  (fiscal  year  1994=$51.0  million).  This  amount 
of  funding  would  boost  research  project  grants  from  152  to  199,  research  training 
awards  from  225  to  250,  and  would  increase  post  doctoral  and  research  center  ac- 
tivities. 

Disadvantaged  Minority  Health  Scholarships  (PHSA  Sec.  737). — This  scholarship 
program  helps  disadvantaged  and  minority  health  professions  students  complete 
their  education  with  money  going  directly  to  students.  It  requires  schools  to  make 
special  efforts  to  recruit  and  work  with  these  students  and  to  train  their  faculties 
to  facilitate  diversity.  Nursing  receives  30  percent  of  the  funds  in  DMHIA  scholar- 
ships. The  Tri-Council  supports  DMHIA  wnich  is  scheduled  for  reauthorization  in 
1994.  The  Tri-Council  recommends  fiscal  year  1995  funding  of  $17.1  million  (fiscal 
year  1994=$  17.1  million). 

National  Health  Service  Corps  (NHSC)  (PHSA  Sec.  338).— Trying  to  meet  the 
health  care  needs  of  underserved  areas,  both  rural  and  urban,  the  NHSC  uses  an 
array  of  scholarships  and  loan  repayments  to  direct  health  professional  into  Health 
Professions  Shortage  Areas.  Nurse  practitioners,  nurse  midwives  and  physician  as- 
sistants are  by  law  entitled  to  10  percent  of  the  scholarship  monies  and  are  eligible 
for  the  loan  repayment  program  as  well.  In  fiscal  year  1993,  36  nurse  practitioners 
and  19  nurse  midwives  received  NHSC  scholarships,  and  33  nurse  practitioners  and 
9  nurse  midwives  began  service  under  NHSC's  loan  repayment  program,  similar 
numbers  are  anticipated  for  fiscal  year  1994.  The  Tri-Council  recommends  fiscal 
year  1995  funding  of  $85  million  (fiscal  year  1994=$82  million)  +  infiation  of  $3 
million)  or  the  President's  number,  whichever  is  higher. 

Rural  Health  Outreach  Grants. — This  small  program  encourages  innovative  col- 
laborations between  various  types  of  health  care  systems  and  providers  to  deliver 
care  in  areas  not  adequately  served  by  traditional  providers.  Nursing  professionals 
and  schools  are  among  the  providers  who  can  participate  in  these  efforts.  The  Tri- 
Council  recommends  fiscal  year  1995  funding  of  $27  million  (fiscal  year  1994=$26.3 
million). 

Substance  Abuse  and  Mental  Health  Services  Clinical  Training  (SAMHSA). — The 
SAMHSA  clinical  training  program  helps  to  prepare  nurses  and  other  health  profes- 
sionals to  address  the  complex  prevention,  treatment,  social,  and  physical  aspects 
of  substance  abuse  and  mental  health.  This  program  also  includes  a  special  Minor- 
ity Fellowship  Program  to  help  these  professionals,  including  nurses,  increase  diver- 
sity in  practice.  For  fiscal  year  1995,  the  Tri-Council  recommends  funding  this  pro- 
gram at  $5  million  (fiscal  year  1994=$2.5  million). 

Interdisciplinary  Training  for  Rural  Health  (PHSA  Sec.  778). — This  program  uses 
a  mix  of  program  support  and  individual  assistance  for  interdisciplinary  training  of 
professionals  for  rural  health  needs.  The  Tri-Council  urges  $6.0  million  for  this  pro- 
gram (fiscal  year  1994=$4.0  million). 
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FEDERAL  ROLE  TO  FACILITATE  CHANGING  NURSING  EDUCATION,  PRACTICE  AND 

RESEARCH 

Evolution  in  health  care  delivery  toward  community  based  care  is  causing  a  reas- 
sessment of  the  types  and  numbers  of  providers  needed.  Changes  in  the  role  of 
nurses  in  the  delivery  system,  as  well  as  an  expanding  array  of  sites  for  delivery, 
means  a  stronger  need  for  adequate  federal  funding  for  nursing  education  and  re- 
search. The  Tri-Council  appreciates  being  given  the  opportunity  to  share  its  views 
with  the  Subcommittee.  Thank  you  for  your  attention.  I  would  be  happy  to  respond 
to  your  questions. 

TRI-COUNCIL  FOR  NURSING  FISCAL  YEAR  1995  APPROPRIATIONS  RECOMMENDATIONS 

[In  millions] 

Fiscal  year- 
Nurse  Education  Act 

Nurse  practitioner/midwife 

Professional  nurse  traineeships 

Advanced  nurse  education 

Special  projects 

Nurse  anesthetists  

Disadvantaged  backgrounds 

Loan  repayment ; 

Total,  Nurse  Education  Act 

National  Institute  of  Nursing  Research  

Disadvantage  minority  scholarships 

National  Health  Service  Corps  school/loan 

Rural  health  outreach  grants  

Interdisciplinary  training  for  rural  health 

Substance  abuse  and  mental  health  clinical  training  

STATEMENT  OF  STEPHEN  E.  BAJARDI,  ON  BEHALF  OF  THE  HUNTING- 
TON'S DISEASE  SOCIETY  OF  AMERICA 

ACCOMPANIED  BY  ROBERTA  ANN  MEYER 

Senator  Harkin.  Next,  we  have  Stephen  Bajardi — I  hope  I  pro- 
nounced that  right — executive  director,  and  Roberta  Ann  Meyer, 
representing  the  Huntington's  Disease  Society  of  America. 

Mr.  Bajardi.  Thank  you  for  this  opportunity  to  present  testi- 
mony to  the  Senate  subcommittee  on  behalf  of  the  Huntington's 
Disease  Society  of  America.  I  am  here  to  express  the  support  of  the 
society  for  increased  funding  for  the  National  Institute  of  Neuro- 
logical Disorders  and  Stroke. 

Huntington's  disease  is  a  devastating  disorder  in  every  sense  of 
the  word.  Huntington's  disease  [HD]  is  hereditary,  and  there  is  no 
cure  for  Huntington's  disease  at  present.  It  is  estimated  that  be- 
tween 25,000  and  30,000  Americans  suffer  from  Huntington's  dis- 
ease, and  a  further  125,000  to  150,000  people  have  a  50-percent 
chance  from  inheriting  the  disease  from  an  affected  parent.  The 
single  ray  of  hope  for  Huntington's  disease  families  comes  from  the 
promise  of  medical  research.  That  promise  was  dramatically  illus- 
trated in  the  spring  of  1993  when  it  was  announced  that  after  a 
10-year  search  the  Huntington's  disease  gene  had  been  isolated. 
This  breakthrough  was  a  direct  result  of  sustained  Federal  invest- 
ment in  HD  research  through  the  National  Institutes  of  Neuro- 
logical Disorders  and  Stroke. 

Federal  funding  also  sustains  the  National  Huntington's  Disease 
Research  Roster  and  DNA  Bank  at  Indiana  University  Medical 


1994  actual 

1995  Tri-Council 
recommendations 

$16.9 

$20.0 

15.5 

20.0 

12.3 

12.3 

10.4 

10.4 

2.7 

2.7 

3.7 

3.7 

2.0 

2.0 

63.5 

71.1 

51.0 

74.8 

17.1 

17.1 

82.0 

85.0 

26.3 

27.0 

4.0 

6.0 

2.5 

5.0 
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Center  which  has  served  as  a  model  for  other  genetic  disorders 
since  its  estabUshment  in  1980.  And  it  supports  HD  research  Cen- 
ters Without  Walls  in  Boston  and  Baltimore.  These  centers  pio- 
neered the  genetic  testing  procedures  which  are  now  widely  used 
for  Huntington's  disease  and  other  disorders.  In  a  startling  discov- 
ery, the  Boston  Center  at  Massachusetts  General  Hospital  recently 
uncovered  a  link  between  brain  cell  death  and  Huntington's  disease 
and  elevated  levels  of  lactic  acid.  This  finding  points  to  a  deficiency 
in  energy  metabolism  as  a  possible  cause  of  HD  and  could  lead  to 
the  development  of  an  experimental  treatment  to  delay  or  slow  the 
onset  of  the  disease. 

Just  as  HD  research  has  benefited  efforts  to  understand  and 
treat  other  diseases,  seemingly  unrelated  brain  research  can  and 
does  contribute  to  our  understanding  of  the  Huntington's  disease. 
It  is,  therefore,  of  critical  importance  to  the  millions  of  Americans 
affected  by  Huntington's  disease  and  other  brain  disorders  that  the 
National  Institutes  of  Neurological  Disease  and  Stroke  be  funded 
to  the  fullest  extent  possible. 

Mr.  Chairman,  I  would  like  to  introduce  to  you  an  HDSA  mem- 
ber, Roberta  Meyer  of  Des  Moines,  LA,  who  will  tell  the  subcommit- 
tee how  Huntington's  disease  has  affected  her  and  her  family. 

Senator  Harkin.  Roberta. 

Ms.  Meyer.  Mr.  Chairman  and  members  of  the  subcommittee,  it 
is  an  honor  and  a  privilege  to  come  before  you  today.  I  am  a  mem- 
ber of  the  largest  known  extended  family  with  Huntington's  disease 
in  the  United  States.  My  family  and  I  were  asked  to  participate  in 
a  DNA  research  study  conducted  by  Dr.  Michael  Conneally  of  Indi- 
ana University  in  the  late  1970's  because  of  our  large  living  family 
base,  over  100  members  at  that  time.  Through  this  study.  Dr. 
Conneally  and  his  colleagues  were  able  to  localize  the  HD  gene  to 
a  region  on  chromosome  4.  This  breakthrough  made  it  possible  for 
some  people  at  risk  for  HD  to  take  a  predictive  test  to  see  if  they 
had  inherited  the  disease. 

My  mother,  Majorie  Jenson,  passed  away  from  causes  unrelated 
to  HD.  It  was  not  until  after  her  death  that  my  family  found  out 
that  she  did  indeed  carry  the  HD  gene.  Therefore,  my  two  sisters 
and  I  are  at  risk.  I  was  15  when  I  found  out  the  disease  existed. 
My  uncle  was  diagnosed  with  it.  Mom  always  knew  there  was 
something  strange  about  her  family,  and  her  mother  had  acted 
very  bizarre,  but  it  was  just  known  as  the  Bochart  curse. 

Finding  out  about  HD  at  an  impressionable  age  had  a  huge  im- 
pact on  me.  All  we  knew  about  the  disease  at  that  time  was  you 
walked  funny,  choked  on  your  food,  had  uncontrollable  muscular 
movements,  and  were  usually  totally  incapacitated  by  the  time  you 
were  in  your  forties,  after  you  had  already  had  your  children  and 
possibly  passed  the  disease  on  to  your  kids.  I  had  it  in  my  mind 
that  I  would  not  enjoy  40,  so  why  go  to  college?  I  did  not  want  to 
waste  my  dad's  money.  I  got  married  when  I  was  18.  I  had  a  lot 
to  do  and  not  much  time,  I  thought.  I  had  my  first  baby  before  I 
reached  the  age  of  20 — or  right  after  I  had  turned  20. 

Meanwhile,  my  uncle  was  getting  worse.  He  went  into  a  nursing 
home  in  the  late  seventies,  and  passed  away  in  1987.  He  had  five 
children  before  he  knew  of  the  disease,  two  of  whom  have  it  now. 
One  of  the  kids  has  been  in  a  nursing  home  since  he  was  34.  He 
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was  dropped  unexpectedly  on  my  mother's  doorstep  because  his 
mother  could  not  handle  him  or  the  disease  any  longer.  His  mom 
had  done  the  same  thing  to  her  husband,  my  uncle.  Some  people 
absolutely  cannot  deal  with  the  disease.  She  is  one,  and  I  do  not 
fault  her  for  that.  The  other  three  children  are  having  a  lot  of  trou- 
ble coping,  as  are  my  other  cousins.  There  are  feelings  of  guilt  be- 
cause— why  have  I  been  spared?  and  also,  am  I  next? 

Another  one  of  my  uncles  is  in  a  nursing  home  where  he  has 
been  for  several  years.  He  has  three  children,  two  of  whom  have 
the  disease.  One  is  in  a  nursing  home  and  the  other  has  a  wonder- 
ful wife  who  cares  for  him  very  unselfishly. 

As  I  mentioned  earlier,  there  is  a  predictive  test  now  so  I  can 
find  out  if  I  will  eventually  suffer  this  disease.  But  I  cannot  take 
the  test  because,  No.  1,  it  costs  between  $3,000  and  $4,000,  and 
also  insurance  companies  would  immediately  blackball  me  if  they 
knew  I  had  the  disease.  I  cannot  take  that  chance.  Instead,  I  live 
day-to-day  wondering  if  that  stumble  was  just  a  stumble  or  was  it 
the  first  sign  of  HD?  What  about  that  temper  tantrum?  There  is 
not  a  single  day  that  goes  by  that  my  life  is  not  affected  by  HD 
in  one  way  or  another. 

I  have  shed  many  tears  because  of  HD.  My  feelings  are  best  com- 
pared. Senator  Harkin,  with  a  family  in  Iowa  known  as  the  Johnny 
Gosh  family.  I  am  sure  you  have  heard  of  them.  Their  son  was  kid- 
napped in  1982  when  he  was  12  years  old.  He  has  still  not  been 
found.  They  do  not  know  if  he  is  dead  or  alive.  It  is  the  not  know- 
ing that  is  painful.  I  know  exactly  what  they  are  going  through. 

When  it  was  announced  on  March  23,  1993,  that  the  Hunting- 
ton's disease  gene  had  been  discovered,  I  immediately  called  my 
loved  ones.  We  each  shared  nearly  hysterical  tears  of  happiness. 
My  aunt  was  on  her  deathbed  when  her  daughter-in-law  told  her. 
She  smiled.  Her  son  and  husband  had  suffered,  but  she  died  realiz- 
ing that  her  grandsons  had  hope. 

I  have  spoken  to  many  doctors  involved  in  HD  research  over  the 
years.  They  say  there  will  be  a  cure  or  a  way  to  control  the  disease 
but  funding  is  a  major  factor  in  determining  whether  it  will  be  in 
this  century  or  the  next  century.  With  the  discovery  of  the  gene, 
there  is  more  hope  than  ever  before.  Please,  please,  do  not  stand 
in  the  way  of  the  potential  for  a  cure  for  this  debilitating  disease. 
Being  a  prisoner  in  your  own  body  has  got  to  be  one  of  the  most 
hideous  ways  of  existing  on  this  Earth.  I  have  seen  it  over  and 
over. 

PREPARED  STATEMENTS 

In  conclusion,  on  behalf  of  all  families  affected  by  Huntington's 
disease,  I  would  ask  the  subcommittee  to  support  funding  the 
NINDS  at  the  professional  judgement  level  of  $937  million  for  fis- 
cal year  1995.  For  us,  hope  for  a  cure  is  the  only  hope  that  we 
have. 

Thank  you. 

[The  statements  follow:] 

STATEME>rr  OF  STEPHEN  E.  BaJARDI 

Mr.  Chairman,  thank  you  for  this  opportunity  to  present  testimony  to  the  Senate 
Subcommittee  on  behalf  of  the  Huntington's  Disease  Society  of  America.  I  am  here 
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to  express  the  support  of  the  society  for  increased  funding  for  the  National  Institute 
of  Neurological  Disorders  and  Stroke,  NIH. 

Huntington's  Disease  (HD)  is  a  devastating  disorder  in  every  sense  of  the  word. 
Over  a  period  of  years,  the  disease  destroys  cells  in  a  region  of  the  brain  that  is 
critical  for  movement,  physical  coordination,  reasoning  and  emotional  control.  The 
subtle  onset  of  sjonptoms,  usually  in  the  prime  of  life  (between  the  ages  of  30  and 
50),  gradually  and  inevitably  gives  way  to  total  loss  of  control  over  body  and  mind. 
Bedridden,  unable  to  walk,  speak  or  even  swallow,  and  completely  dependent  on 
others,  the  weakened  patient  eventually  chokes  to  death  or  succumbs  to  heart  fail- 
ure or  other  complications. 

There  is  no  cure  for  Huntington's  Disease.  Some  medications  can  ameliorate  cer- 
tain symptoms  of  the  disease,  such  as  depression,  but  nothing  can  slow,  stop  or  re- 
verse the  relentless  degenerative  course  of  the  disease. 

HD  affects  males  and  females  of  all  races  and,  though  it  generally  strikes  in  mid- 
life, symptoms  can  occur  at  any  age.  It  is  estimated  that  between  25,000  and  30,000 
Americans  have  Huntington's  Disease.  A  further  125-150,000  have  a  50  percent 
chance  of  inheriting  the  disease  from  an  affected  parent.  Given  the  profound  impact 
of  the  disease — physical,  emotional,  financial  and  social — on  all  members  of  the  fam- 
ily, the  effects  of  HD  are  felt  by  a  very  significant  number  of  Americans. 

The  single  ray  of  hope  for  Huntington's  families  comes  from  the  promise  of  medi- 
cal research.  That  promise  was  dramatically  illustrated  in  the  spring  of  1993  when 
it  was  announced  liiat,  after  a  ten-year  search,  the  Huntington's  Disease  gene  had 
been  isolated.  This  breakthrough  was  the  direct  result  of  sustained  Federal  invest- 
ment in  HD  research  through  the  National  Institute  of  Neurological  Disorders  and 
Stroke.  Not  only  did  the  gene  discovery  yield  vital  clues  to  the  cause  of  HD,  but 
the  search  itself  jaelded  fourteen  new  technologies  which  were  quickly  adopted  by 
genetics  laboratories  around  the  world  and  successfully  used  to  track  down  other 
disease-causing  genes. 

NINDS  funding  also  sustains  a  national  Huntington's  Disease  Plesearch  Roster 
and  DNA  bank  at  Indiana  University  Medical  Center  which  has  served  as  a  model 
for  other  genetic  disorders  since  its  establishment  in  1980.  And  it  supports  HD  re- 
search "Centers  Without  Walls"  in  Boston  and  Baltimore.  These  centers  pioneered 
the  genetic  testing  procedures  which  are  now  widely  used  for  Huntington's  Disease 
and  other  disorders.  They  continue  to  make  advances  in  areas  such  as  neurology, 
neurochemistry,  pharmacology,  genetics,  and  animal  studies.  Indeed,  in  a  startling 
discovery,  the  Boston  Center,  at  Massachusetts  General  Hospital,  recently  uncov- 
ered a  link  between  brain  cell  death  in  Huntington's  Disease  and  elevated  levels  of 
lactic  acid.  This  finding  points  to  a  deficiency  in  energy  metabolism  as  a  possible 
cause  of  HD  and  could  lead  to  the  development  of  experimental  treatments  to  delay 
or  slow  onset  of  the  disease. 

In  spite  of  these  impressive  advances,  a  cure  remains  a  long  way  off".  While  sci- 
entists now  have  the  Huntington's  gene  in  hand,  for  example,  they  have  yet  to  iden- 
tify the  protein  it  makes,  a  necessary  step  in  understanding  the  underlying  causes 
of  brain  cell  death  in  HD. 

Just  as  HD  research  has  benefited  efforts  to  understand  and  treat  other  diseases, 
seemingly  unrelated  brain  research  can  and  does  contribute  to  our  understanding 
of  Huntington's  Disease.  No  brain  disorder  can  be  considered  in  isolation.  It  is 
therefore  of  critical  importance  to  the  millions  of  Americans  affected  by  Hunting- 
ton's Disease  and  other  brain  disorders  that  NINDS  be  funded  to  the  fullest  extent 
possible. 

Mr.  Chairman,  I  would  like  to  introduce  you  to  HDSA  member  Roberta  Meyer, 
of  Des  Moines,  lA,  who  will  tell  the  Subcommittee  how  Huntington's  Disease  has 
affected  her  and  her  family. 


Statement  of  Roberta  Ann  Meyer 

Mr.  Chairman  and  members  of  the  Subcommittee,  it  is  an  honor  and  a  privilege 
to  come  before  you  today.  I  am  a  member  of  the  largest  known  extended  family  with 
Huntington's  Disease  in  the  United  States.  My  family  and  I  were  asked  to  partici- 
pate in  a  DNA  research  study  conducted  by  Dr.  P.  Michael  Conneally  of  Indiana 
University  in  the  late  1970's  because  of  our  large  living  family  base — over  100  mem- 
bers at  that  time.  Through  this  study.  Dr.  Conneally  and  his  colleagues  were  able 
to  localize  the  HD  gene  to  a  region  on  chromosome  four.  This  breakthrough  made 
it  possible  for  some  people  at  risk  for  HD  to  take  a  predictive  test  to  see  if  they 
had  inherited  the  disease. 
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My  mother  passed  away  from  causes  um-elated  to  HD.  It  wasn't  until  after  her 
death  that  my  family  found  out  that  she  did  indeed  carry  the  HD  gene.  Therefore, 
I,  too,  am  at  risk. 

I  was  fifteen  when  I  found  out  that  the  disease  existed.  My  uncle  was  diagnosed 
with  it.  Mom  knew  there  was  something  "strange"  in  her  family  and  her  mother  had 
acted  bizarrely,  but  it  was  just  known  as  the  "Bochart  curse."  Finding  out  about  HD 
at  an  impressionable  age  had  a  huge  impact  on  me.  All  we  knew  about  the  disease 
was  that  you  walked  funny,  choked  on  your  food,  had  uncontrollable  muscular  move- 
ments, and  were  usually  totally  incapacitated  by  the  time  you  were  in  your 
40's  *  *  *  after  you  had  already  had  your  family  and  possibly  passed  the  disease 
on  to  your  kids.  I  had  it  in  my  mind  that  I  would  not  live  to  enjoy  forty  so  I  would 
not  go  to  college.  Why  waste  the  money?! 

I  got  married  when  I  was  eighteen.  I  had  so  much  to  do  and  so  little  time!  My 
maternal  instincts  were  very  strong  and  I  had  my  first  baby  right  after  I  turned 
20. 

Meanwhile,  my  uncle  was  getting  worse.  He  went  into  a  nursing  home  in  the  late 
1970's  and  passed  away  in  1987.  He  had  five  children,  two  of  whom  have  the  dis- 
ease. One  of  the  kids  has  been  in  a  nursing  home  since  he  was  34.  He  was  dropped 
on  my  mother's  doorstep  because  his  mother  couldn't  handle  him  or  the  disease  any 
longer.  His  mom  had  done  the  same  thing  with  her  husband,  my  uncle.  Some  people 
just  can't  cope  with  this  disease.  She  is  one.  I  don't  fault  her  for  that.  The  other 
three  children  are  having  a  lot  of  trouble  coping.  There  are  feelings  of  guilt  because 
they  have  been  spared,  and  also  feelings  of  "Am  I  next?" 

Another  one  of  my  uncles  is  in  a  nursing  home  where  he  has  been  for  several 
years.  He  has  three  children,  two  of  whom  have  the  disease.  One  is  in  a  nursing 
home  and  the  other  has  a  wonderful  wife  who  cares  for  him  very  unselfishly. 

As  I  mentioned  earlier,  there  is  a  predictive  test  now  by  which  I  could  find  out 
if  I,  too,  will  eventually  suffer  this  dreaded  disease.  I  can't  take  the  test,  however, 
for  a  couple  of  reasons.  First,  the  test  costs  around  $3,000  or  $4,000.  Second,  insur- 
ance companies  would  blackball  me  if  they  found  out  I  tested  positive.  I  can't  take 
that  chance. 

Instead,  I  live  day  to  day  wondering  if  that  little  stumble  was  just  a  stumble  or 
was  it  the  first  sign  of  HD?  What  about  that  temper  tantrum?  There  isn't  a  single 
day  that  goes  by  that  my  life  isn't  affected  by  HD  in  one  way  or  another.  I  have 
shed  many  tears  because  of  HD.  My  feelings  are  best  compared.  Senator  Harkin, 
to  a  family  in  Iowa  known  as  the  Johnny  Gosch  family.  Their  son  was  kidnapped 
in  1978  when  he  was  12.  They  are  still  waiting  and  wondering  if  he  is  dead  or  alive. 
The  not  knowing  is  what  is  so  painful. 

When  it  was  announced  on  March  23,  1993,  that  the  Huntington's  Disease  gene 
had  been  discovered,  I  immediately  called  my  loved  ones.  We  each  shared  nearly 
hysterical  tears  of  happiness.  My  aunt  was  on  her  deathbed  when  her  daughter-in- 
law  told  her.  She  smiled.  Her  son  and  husband  had  suffered,  but  she  died  realizing 
that  her  grandsons  had  hope. 

I  have  spoken  to  many  of  the  doctors  involved  in  HD  research  over  the  years. 
They  say  there  will  be  a  cure  or  a  way  to  control  the  disease,  but  funding  is  a  major 
factor  in  determining  whether  it  will  be  in  this  century  or  the  next.  With  the  discov- 
ery of  the  HD  gene,  there  is  more  hope  than  ever  before.  Please,  please,  do  not  stand 
in  the  way  of  the  potential  for  a  cure  for  this  debilitating  disease.  Being  a  prisoner 
in  our  own  body  has  got  to  be  one  of  the  most  hideous  ways  of  existing  on  this  earth. 
I  have  seen  it  first  hand,  over  and  over. 

In  conclusion,  on  behalf  of  all  families  affected  by  Huntington's  Disease,  I  would 
ask  the  Subcommittee  to  support  funding  of  NINDS  at  the  professional  judgment 
level  of  $937  million  for  fiscal  year  1995.  For  us,  hope  for  a  cure  is  the  only  hope 
we  have. 

Senator  Haekin.  Thank  you  very  much,  Roberta,  for  a  very  pow- 
erful testimony,  and  we  really  appreciate  your  being  here  very 
much. 

Janet,  we  have  a  situation  where  the  administration,  as  you 
pointed  out,  has  not  listed  alcohol  as  a  part  of  the  core  hard  drug 
program.  The  Drug  Czar  has  indicated  that  alcohol  would  not  be 
included,  although  there  are  others  who  I  understand  believe  it 
should  be.  As  I  understand  from  your  testimony,  you  feel  it  defi- 
nitely ought  to  be  included  under  hard  drugs? 

Ms.  ZwiCK.  Yes. 
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Senator  Harkin.  Well,  I  share  that.  I  think  it  should  be  also.  I 
think  to  fight  hard  drugs  and  not  to  recognize  what  happens  with 
the  crime  rate,  as  you  pointed  out  in  your  testimony,  and  every- 
thing else  is  alcohol-related  and  that  it  is  a  gateway  drug. 

Ms.  ZwiCK.  I  think  it  will  be  extremely  harmftil  to  especially 
rural  and  fi-ontier  States  if  alcoholism  is  not  included  as  a  hard 
core  user. 

Senator  Harkin.  Dr.  Murray,  Dr.  Francis  Collins  tells  us  that 
with  adequate  funding  we  might  be  able  to  complete  the  whole 
human  genome  project,  that  is,  mapping  and  sequencing,  by  the 
year  2000.  Is  that  your  understanding? 

Dr.  Murray.  I  think  with  adequate  funding  and  with  the  fact 
that  it  is  not  only  in  the  United  States  but  other  countries  that  are 
assisting  as  well,  that  the  initial  stage  of  the  project  will  be  able 
to  come  in  perhaps  even  a  little  bit  sooner  than  we  originally  an- 
ticipated. It  still  is  going  to  be  a  considerable  length  of  time  after 
that,  and  you  have  heard  the  very  powerful  testimony  about  Hun- 
tington's disease,  before  we  are  able  to  convert  all  of  that  knowl- 
edge directly  into  things  that  will  benefit  patients,  however. 

Senator  Harkin.  Mr.  Bajardi,  now  that  we  have  discovered  the 
Huntington's  disease,  what  is  next? 

Mr.  Bajardi.  Well,  there  has  been  a  virtual  explosion  in  interest 
in  Huntington's  disease.  New  scientists  are  getting  involved  doing 
research.  We  have  a  lot  of  hope  in  pharmacology.  We  are  funding 
a  study,  and  this  study  will  probably  come  to  the  Federal  Govern- 
ment next  year  for  additional  funding,  where  they  will  do  a  na- 
tional drug  trial  of  Huntington's  disease.  We  believe  that  that  is 
where  the  answer  will  come  first.  But  basically,  it  is  just  the  explo- 
sion of  involvement  in  Huntington's. 

Once  the  gene  was  found,  which  was  really  directly  related  to  the 
Federal  Government's  investment,  everybody  could  get  involved 
with  Huntington's  disease.  So  there  are  many  new  people,  new  sci- 
entists, new  approaches,  mostly  in  applied  science  and  in  basic 
science,  which  is  really  revealing  information  in  a  pace  that  was 
not  really  possible  before. 

Senator  Harkin.  And  Roberta,  you  said  that  you  will  not  get 
tested  for  Huntington's  disease  because  if  you  do  and  you  find  out 
that  you  do  carry  that  gene  that  your  insurance  companies  will  not 
cover  you. 

Ms.  Meyer.  Right. 

Senator  Harkin.  So  they  will  drop  your  insurance? 

Ms.  Meyer.  I  have  too  many  relatives  and  friends  it  has  hap- 
pened to  so  I  will  not  take  the  chance.  I  will  just  wait  and  see. 

Senator  Harkin.  That  is  why  I  think  we  need  universal  coverage. 

Ellen,  on  the  nursing  programs,  at  the  Department  of  HHS  they 
want  to  consolidate  all  of  these  things  and  put  them  into  one  pro- 
gram, with  nursing  being  one  of  those  consolidated  grant  pro- 
grams— nurse  practitioners,  nurse  midwives,  graduate  student 
nurses,  Nurse  Education  Act,  just  those  three.  They  would  put 
those  in  a  consolidated  grant  program.  What  are  your  views  of  this 
approach?  You  mentioned  it.  Could  you  tell  me  again? 

Dr.  Strachota.  Well,  we  have  not  seen  the  exact  legislation  yet 
to  indicate  how  that  would  all  work  out,  but  we  have  great  concern 
if  we  are  put  into  a  pool  that  title  VIII  and  title  VII  would  be 
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mixed  so  that  the  Nurse  Education  Act  would  not  get  proper  fund- 
ing, especially  now  when  we  are  on  this  trend  and  we  are  moving 
ahead.  We  have  some  excellent  programs  and  the  nurse  practi- 
tioner movement  throughout  the  entire  United  States  has  really 
had  an  impetus  to  go  forward  and  we  have  a  lot  of  nurses  being 
prepared  with  advanced  nurse  practitioners.  And  we  have  concern 
about  the  funding  because  the  limited  funding,  if  you  put  the  two 
together,  will  have  decreased  funding  levels.  So  we  just  have  con- 
cern about  it,  and  we  do  not  have  an  exact  stance  because  we  have 
not  seen  the  exact  legislation  yet.  But  we  have  concern. 

Senator  Harkin.  Well,  if  the  past  is  prologue,  what  they  will  do 
is  try  to  consolidate  and  then  cut  some  funding. 

Dr.  Strachota.  Correct. 

Senator  Harkin.  I  have  been  through  that  one  before. 

Senator  Mack,  do  you  have  any  questions? 

Senator  Mack.  Thank  you,  Mr.  Chairman.  Again,  I  want  to  com- 
pliment you  on  the  hearings  that  you  have  put  together  to  bring 
people  in  to  testify  before  the  subcommittee.  I  apologize  to  you  all 
and  to  some  of  the  earlier  folks  for  not  being  here  earlier,  but  we 
had  a  Banking  Committee  in  which  I  must  tell  you  it  is  relatively 
dull,  but  it  is  a  place  that  I  had  to  be.  Your  testimony  obviously 
is  very  moving. 

Roberta,  I  would  make  the  comment  that  your  focus  clearly  is  on 
HD.  Your  words  today  really  have  gone  a  long  way,  I  think,  in 
helping  all  of  those  individuals  who  are  concerned  about  a  number 
of  diseases.  It  is  in  my  opinion  an  area  where  the  Federal  Govern- 
ment should  be  doing  a  lot  more  in  providing  dollars  for  research. 

The  human  genome  research  that  is  going  on,  I  think,  the  poten- 
tial that  could  uncover  in  identifying  the  various  genes  and  then 
developing  treatment  as  a  result  of  the  work  that  has  been  done 
holds,  I  think,  such  tremendous  hope  and  opportunity  for  not  just 
those  of  us  in  this  room  but  throughout  our  entire  country  and  for 
that  matter  throughout  the  entire  world.  And  so  wherever  we  can 
find  more  dollars  to  put  in  that  kind  of  research  I  think  we  ought 
to  be  doing  it. 

With  respect  to  the  hard  core  user  with  respect  to  alcohol,  I  think 
you  are  absolutely  on  target.  There  is  a  tendency  in  this  country 
to  want  to  downplay  alcoholism  relative  to  other  chemicals.  But  the 
reality  is  that  alcohol  has  been  around  for  a  long,  long  time  and 
has  done  tremendous  damage  to  societies,  to  families,  and  to  indi- 
viduals. I  think  we  would  be  closing  our  eyes  to  the  truth  and  to 
reality  if  we  do  not  make  that  kind  of  change.  So  you  have  another 
ally  in  that  effort. 

There  are  plenty  of  things  that  I  could  pursue  but  I  think  it  is 
important  that  we  get  on  to  some  of  the  other  witnesses.  Roberta, 
thank  you  again  for  sharing  those  personal  feelings  with  us.  A  lot 
of  times  people  make  decisions  based  on  rational  thought  and  sta- 
tistical input  and  hard  dollars,  but  it  is  very  important  for  us  to 
focus  on  the  emotional  side  of  things,  too,  and  you  clearly  have 
done  that  for  us  today  and  I  thank  you  very  much. 

Senator  Harkin.  Thank  you  all  very  much.  Thank  you  for  being 
here. 
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STATEMENT  OF  FRANK  W.  FITCH,  PRESIDENT,  FEDERATION  OF  AMER- 
ICAN SOCIETIES  FOR  EXPERIMENTAL  BIOLOGY 

Senator  Harkin.  Our  next  panel  is  the  Federation  of  American 
Societies  for  Experimental  Biology,  Frank  Fitch;  the  Society  for 
Neuroscience,  Dr.  Lew  Judd;  the  National  Neurofibromatosis  Foun- 
dation, Peter  Bellermann;  and  the  American  Academy  of  Otolaryn- 
gology, Jerome  Goldstein. 

Again,  welcome  everyone.  We  will  proceed  first  with  the  Federa- 
tion of  American  Societies  for  Experimental  Biology  and  Dr.  Fitch. 

Dr.  FiTCH.  Chairman  Harkin,  Senator  Mack,  I  am  Dr.  Frank 
Fitch,  president  of  the  American  Federation  of  American  Societies 
for  Experimental  Biology  or  FASEB.  I  represent  41,000  working 
scientists.  I  would  like  to  start  by  noting  that  FASEB  enthusiasti- 
cally supports  the  proposal  of  the  Harkin-Hatfield  fund  for  health 
research.  FASEB  also  appreciates  this  opportunity  to  testify  before 
your  subcommittee  concerning  the  fiscal  1995  appropriation  for  the 
National  Institutes  of  Health.  NIH  is  truly  in  a  class  by  itself, 
thanks  to  the  strong  support  of  this  subcommittee  through  the 
years. 

FASEB  recommends  $11,934  billion  in  funding  for  NIH  for  fiscal 
1995,  an  increase  of  8.9  percent  over  the  fiscal  1994  appropriation. 
This  would  support  nearly  25,000  research  project  grants  in  the 
new  fiscal  year.  These  recommendations  are  based  on  the  delibera- 
tions of  the  FASEB  Consensus  Conference  which  met  in  November. 

NIH  is  the  principal  biomedical  research  agency  of  the  Federal 
Government.  The  research's  support  has  elucidated  disease  mecha- 
nisms and  has  led  to  improved  cost-effective  therapies.  Drugs  that 
block  hormone  action  have  proven  to  be  effective  in  treating  some 
prostate  and  breast  cancer  patients,  and  these  approaches  are  now 
being  evaluated  in  thousands  of  men  and  women  to  determine 
whether  they  can  also  prevent  such  cancers.  Death  and  morbidity 
from  heart  attacks  have  been  significantly  reduced  as  the  result  of 
development  of  drugs  which  prevent  the  obstruction  of  blood  ves- 
sels in  the  heart.  There  are  many  other  examples. 

America's  international  leadership  in  biomedical  research  is  the 
direct  result  of  its  investment  in  the  ingenuity  of  individual  sci- 
entists and  physicians  working  in  medical  schools,  universities,  and 
Government  laboratories  all  over  the  country  with  support  from 
NIH. 

In  addition  to  improving  health  and  reducing  the  burdens  of  dis- 
ease, biomedical  research  has  created  skilled  jobs  and  strengthened 
the  Nation's  competitiveness  internationally.  It  is  the  basis  for  the 
new  biotechnology  industry,  a  field  in  which  the  United  States  is 
clearly  the  world  leader;  97,000  people  were  employed  in  the  bio- 
technology industry  in  1992,  a  23-percent  increase  over  the  prior 
year.  The  biotechnology  industry  is  expected  to  grow  to  annual  rev- 
enues of  $50  billion  by  the  year  2000.  Support  for  basic  biomedical 
research  will  ensure  that  opportunities  for  critical  insights  into  im- 
portant medical  problems  do  not  go  unrealized.  Untargeted  re- 
search provides  the  base  of  knowledge  from  which  all  medical  ad- 
vances arise.  Real  reform  of  the  health  care  system  depends  on  fun- 
damental research. 
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In  summary,  FASEB  notes  with  gratitude  that  even  in  difficult 
times  Congress  has  appreciated  the  importance  of  investing  in 
basic  biomedical  research.  We  hope  that  you  will  be  able  to  con- 
tinue and  even  expand  this  much  needed  investment  in  our  future. 

Thank  you  very  much. 

Senator  KLarkin.  Dr.  Fitch,  thank  you  very  much,  and  I  like  your 
button.  And  I  see  Dr.  Judd  has  it  on,  too. 

[Clerk's  note. — The  witnesses  were  wearing  buttons  supporting 
the  Harkin/Hatfield  fund  for  health  research  which  read:  "Support 
the  fund  for  health  research — 1  percent  can  make  the  difference"]. 

[The  statement  follows:] 

Statement  of  Frank  W.  Fitch 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Frank  W.  Fitch,  MD, 
PhD,  President  of  the  Federation  of  American  Societies  for  Experimental  Biology 
(FASEB),  an  organization  of  nine  scientific  societies  whose  more  than  41,000  mem- 
bers conduct  biomedical  research  at  all  of  the  major  universities  and  other  research 
centers  in  the  U.S.  I  also  am  Director  of  the  Ben  May  Institute  at  the  University 
of  Chicago. 

FASEB  appreciates  the  opportunity  to  testify  before  your  Subcommittee  concern- 
ing the  fiscal  1995  appropriation  for  the  National  Institutes  of  Health.  NIH  is  a 
source  of  major  achievements  in  the  biomedical  field.  As  scientists,  we  are  well 
aware  of  the  fact  that  NIH  support  has  given  us  unique  opportunities  to  advance 
our  understanding  of  the  mechanisms  of  disease  and  to  contribute  to  finding  meth- 
ods for  their  treatment  and  prevention.  Indeed,  more  than  80  percent  of  NIH  re- 
search is  conducted  in  extramural  settings  by  tens  of  thousands  of  scientists  of  di- 
verse backgrounds  and  cultures. 

We  are  grateful  to  this  subcommittee  for  its  strong  support  for  the  biomedical  re- 
search institutes  down  through  the  years.  We  especially  appreciate  your  generosity 
to  NIH  in  fiscal  1994,  providing  it  with  an  appropriation  of  almost  $11  billion  in 
the  face  of  a  very  difficult  fiscal  situation. 

FASEB's  funding  recommendation  for  NIH  for  fiscal  1995  is  $11,934  billion,  an 
increase  of  8.9  percent  over  the  fiscal  1994  appropriation.  We  also  recommend  that 
NIH  support  nearly  25,000  research  project  grants  in  the  new  fiscal  year. 

These  recommendations  are  based  on  the  deliberations  of  a  Consensus  Conference 
of  the  nine  FASEB  Societies  which  met  in  November  to  draw  up  funding  proposals 
for  the  coming  fiscal  year.  The  Consensus  Conference  also  reviewed  the  life  science 
budgets  of  seven  federal  agencies  in  addition  to  NIH.  It  was  the  most  comprehensive 
examination  of  federal  research  programs  ever  undertaken  by  our  organization. 

NIH  is  the  principal  biomedical  research  agency  of  the  federal  government,  work- 
ing to  expand  fundamental  knowledge  about  the  nature  and  behavior  of  living  sys- 
tems. It  applies  that  knowledge  to  improve  health,  extend  lives  and  reduce  the  bur- 
dens resulting  from  disease  and  disability.  Biomedical  research  also  is  an  increas- 
ingly important  contributor  to  the  U.S.  economy.  Such  research  leads  to  the  creation 
of  skilled  jobs  and  strengthens  the  nation's  competitiveness  in  the  international 
economy. 

The  nation's  international  leadership  in  biomedical  research  is  a  direct  result  of 
its  willingness  to  invest  in  the  ideas  and  ingenuity  of  individual  scientists  and  phy- 
sicians working  in  medical  schools,  universities  and  government  laboratories.  The 
growth  of  the  NIH  appropriation  has  allowed  continuous  support  of  established  sci- 
entists and  the  recruitment  of  the  most  innovative  and  energetic  young  scientists 
entering  the  life  sciences  research  field. 

The  research  advances  made  in  the  last  several  years  have  affirmed  the  value  of 
NIH  supported  research  efforts.  Science  News  compiled  a  list  of  20  landmark  discov- 
eries in  the  biomedical  sciences  during  1993.  At  least  ninety-five  percent  of  these 
discoveries  had  been  supported  by  NIH.  These  studies  included  important  discov- 
eries related  to  cancer,  high  blood  pressure,  AIDS,  Alzheimer's  Disease,  diabetes, 
multiple  sclerosis  and  tuberculosis. 

Insights  into  fundamental  principles  of  biology  continue  at  an  increasing  rate  to 
pay  dividends,  elucidating  disease  mechanisms  and  leading  to  improved,  cost-effec- 
tive therapies.  Our  Consensus  Conference  report  contains  a  number  of  examples 
that  bear  out  this  point. 
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Biomedical  research  also  has  provided  the  foundation  for  the  establishment  of  the 
new  biotechnology  industry,  one  of  the  few  fields  in  which  the  U.S.  is  the  world 
leader.  The  number  of  people  employed  in  the  biotechnology  industry  in  1992  was 
97,000,  a  23-percent  increase  over  the  prior  year,  according  to  data  reported  by  the 
accounting  firm  of  Ernst  &  Young.  It  has  been  estimated  that  the  biotechnology  in- 
dustry will  eventually  grow  to  annual  revenues  of  $50  billion  by  the  year  2000,  mak- 
ing it  an  important  economic  resource  to  the  nation. 

The  opportunities  in  biomedical  research  have  never  been  greater,  but  the  growth 
potential  of  this  dynamic  sector  of  the  U.S.  economy  is  being  limited  by  the  fact  that 
only  one  quarter  or  less  of  the  research  projects  approved  by  rigorous  NIH  peer  re- 
view are  being  funded.  Only  half  of  the  research  projects  rated  excellent  or  out- 
standing received  funding,  resulting  in  an  unacceptable  level  of  missed  opportuni- 
ties to  advance  our  knowledge  of  disease  mechanisms. 

The  fiscal  plan  developed  oy  the  FASEB  Consensus  Conference  reflects  a  commit- 
ment to  the  goal  of  maintaining  America's  leadership  in  biomedical  research,  along 
with  a  recognition  of  the  financial  constraints  posed  by  deficit-reduction  strategies. 
The  plan  provides  for  an  increase  in  the  number  of  new  research  projects,  retains 
cost-controlling  measures,  maintains  the  current  level  of  training  of  new  research 

Personnel  and  requests  modest  increases  in  average  project  costs.  These  goals  can 
e  accommodated  by  increasing  the  NIH  budget  8.9  percent  above  the  fiscal  year 
1994  appropriated  level. 

We  recommend  that  funds  be  provided  in  fiscal  year  1995  to  support  24,932  total 
research  project  grants,  a  five  percent  increase  over  the  number  of  grants  scheduled 
for  funding  in  the  current  fiscal  year.  Because  many  awards  made  in  1990  and  1991 
will  complete  their  funding  cycle  in  1994,  there  will  be  an  increase  in  the  number 
of  competing  renewal  applications  for  1995.  A  total  of  24,932  grants  will  allow  NIH 
to  address  the  increased  number  of  competing  renewals  without  decreasing  the 
number  of  new  projects  that  can  be  funded. 

Our  conferees  believe  a  stable  number  of  new  and  competing  grants  in  future 
years  will  maintain  opportunities  for  new  investigators,  allow  the  very  best  estab- 
lished investigators  to  continue  their  work,  accommodate  the  NIH  cost  management 
plan  recommended  by  Congress,  and  enable  a  steady  and  responsible  rate  of  growth 
in  the  overall  research  effort. 

Mr.  Chairman,  the  other  specifics  of  our  consensus  recommendations  are  con- 
tained in  the  report  of  our  November  conference  and  we  commend  it  to  the  Sub- 
committee's attention. 

Recommendations  based  on  the  results  of  our  November  Consensus  Conference 
can  be  summarized  as  follows: 

NIH  should  be  funded  at  the  level  of  $11,934  billion,  an  8.9  percent  increase  over 
fiscal  year  1994.  This  recommended  appropriation  would  support  nearly  25,000  new 
and  competing  and  continuation  research  project  grants. 

NIH  training  programs  should  be  continued  at  a  level  of  about  15,000  positions 
and  merit  a  total  investment  of  $440  million  for  fiscal  year  1995. 

Our  recommended  training  investment  provides  for  an  increase  in  stipends  for 
pre-  and  postdoctoral  trainees  and  fellows  to  a  more  appropriate  level.  For  example; 
the  predoctoral  stipend  should  be  increased  from  $8,800  to  $12,000  for  the  first  year 
of  appointment.  This  figure  should  be  increased  by  five  percent  per  year  in  subse- 
quent years  of  training. 

The  important  Memcal  Scientist  Training  Program  should  be  increased  by  50 
trainees  per  year  for  each  of  the  next  five  years  to  reach  a  total  of  1,000. 

An  additional  $50  million  should  be  added  to  the  fiscal  year  1995  NIH  budget  for 
shared  instrumentation,  to  be  awarded  through  competitive  review. 

$100  million  should  be  provided  to  the  Office  of  the  Director  to  support  special 
opportunities  for  innovative,  cutting-edge  research;  fund  promising  young  investiga- 
tors who  otherwise  might  not  receive  NIH  research  awards,  and  provide  $20  million 
to  the  successful  Shannon  Awards  program. 

STATEMENT  OF  DR.  LEWIS  L.  JUDD  ON  BEHALF  OF  THE  SOCIETY  FOR 
NEUROSCIENCE 

Senator  Harkin.  Next  is  the  Society  for  Neuroscience,  Dr.  Judd, 
an  old  friend.  We  appreciate  your  being  here. 

Dr.  JuDD.  Thank  you  very  much,  Senator  Harkin  and  Senator 
Mack.  It  is  a  pleasure  to  be  here  testifying  before  this  committee. 
During  the  time  I  was  the  director  of  the  National  Institute  of 
Mental  Health  I  had  an  opportunity  to  appear  before  the  commit- 
tee on  a  number  of  occasions,  but  today  I  am  representing  the  Soci- 
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ety  for  Neuroscience  which  is  made  up  of  22,000  brain  scientists  in 
the  United  States.  It  encompasses  the  entire  brain  science  research 
community  in  the  United  States,  and  many  of  our  members  encom- 
pass a  number  of  the  focuses  of  the  previous  witnesses. 

I  think  you  know  as  well  as  anyone  in  the  Senate,  Senator  Har- 
kin,  that  neuroscience  research  is  undergoing  exponential  growth 
at  this  time.  It  is  the  fastest  moving,  the  fastest  growing  area  of 
the  life  sciences,  and  we  are  making  enormous  progress.  In  fact,  we 
feel  that  we  have  learned  more  about  the  human  brain  in  the  last 
10  years  than  we  have  in  all  recorded  history.  In  addition  to  that, 
we  feel  that  there  are  phenomenal  opportunities  in  this  field  at  this 
point  exploding  with  discovery.  So  it  really  is  revolutionizing  in 
many  ways  the  way  we  understand,  the  way  we  diagnose,  and  the 
way  we  treat  neurological,  mental,  and  developmental  disorders. 
And  a  number  of  the  diseases  we  have  heard  about  today  are  en- 
compassed under  the  brain  diseases. 

It  accounts  for  approximately  50  million  people  during  their  life- 
time are  afflicted  with  one  or  more  of  these  diseases.  It  costs  the 
Nation  $400  billion  a  year  in  terms  of  treatment,  in  terms  of  reha- 
bilitation, and  in  terms  of  lost  productivity.  But  since  we  are  enter- 
ing a  golden  age  of  understanding  the  brain  there  is  a  lot  of  hope 
available  for  individuals  so  afflicted. 

I  just  want  to  tell  you  one  example,  today,  of  one  of  the  members 
of  our  society  funded  by  moneys  that  have  been  appropriated  by 
this  subcommittee,  Dr.  Alan  Rosus  at  Duke  University  has  discov- 
ered a  gene  located  on  chromosome  19  which  actually  is  fundamen- 
tally involved  in  regulating  the  risk  for  Alzheimer's  Disease  and 
regulating  the  onset  on  the  development  of  the  disease.  What  this 
has  done  is  provide  a  new  target  for  drug  development  which  we 
did  not  even  know  existed  previously,  and  there  is  great  promise 
that  we  will  be  able  to  develop  in  the  not-so-distant  future  a  medi- 
cation that  will  reduce  risk  and  delay  onset. 

Now,  it  is  our  society.  Senator  Harkin  and  Senator  Mack,  that 
is  responsible  for  carrying  out  the  Senate  and  the  Congress'  man- 
date to  have  this  become  a  decade  of  the  brain.  We  are  ready  to 
do  it,  we  are  able  to  do  it,  and  we  are  very  eager  to  do  it.  What 
we  need  are  appropriations  from  this  subcommittee  to  fully  imple- 
ment it.  We  are  supporting  the  ad  hoc  group  for  medical  research 
funding  and  my  colleague  to  my  left  in  recommending  $11.95  bil- 
lion for  the  NIH  for  1995,  a  $1  billion  increase.  However,  we  would 
draw  your  attention  for  selectively  greater  increases  to  the  nine 
decade-of-the-brain  institutes  which  I  have  listed  in  my  written  tes- 
timony. 

And  one  final  note,  Mr.  Chairman,  we  would  hope  that  this  com- 
mittee would  take  under  its  advisement  looking  at  the  investigator 
initiated  grants,  the  ROl's,  to  make  sure  that  we  are  able  to  fund 
one-third  of  approved  grants,  that  is  good  science,  that  that  is  a 
bare  minimum  at  this  point  in  time. 

PREPARED  STATEMENT 

We  also  want  to  express  our  deep  support  and  appreciation  for 
your  vision  for  the  Harkin-Hatfield  effort  with  regard  to  the 
amendment  of  the  health  reform  package  and  the  increase  of  bio- 
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medical  research.  We  stand  ready  to  do  anything  we  can  to  help 
you  in  this  regard. 

We  would  be  pleased  to  answer  any  questions  that  you  have,  Mr. 
Chairman. 

Senator  Harkin.  Dr.  Judd,  thank  you  very  much  for  your  testi- 
mony and  for  coming  all  the  way  here  from  San  Diego. 

I  might  just  note  for  the  record,  I  did  not  say  that  when  I  was 
introducing  Dr.  Judd,  but  Dr.  Judd  is  immediate  past  chairman  or 
head  of  the  National  Institute  of  Mental  Health.  We  appreciate 
your  service  in  that  regard. 

[The  statement  follows:] 

Statement  of  Lewis  L.  Judd,  M.D. 

Mr.  Chairman,  my  name  is  Dr.  Lewis  Judd.  I  am  the  Chairman  of  the  Depart- 
ment of  Psychiatry  at  the  University  of  CaHfomia  at  San  Diego  and  the  immediate 
past  Director  of  the  National  Institute  of  Mental  Health.  In  addition,  I  am  currently 
the  Chair  of  the  Governmental  and  Public  Affairs  Committee  of  the  Society  for  Neu- 
roscience. 

The  Society  for  Neuroscience  is  the  largest  scientific  organization  in  the  world 
dedicated  to  the  study  of  the  brain,  nervous  system  and  spinal  cord.  The  Society 
consists  of  22,000  basic  and  clinical  Ijrain  scientists  affiliated  with  universities,  hos- 
pitals and  scientific  institutions  throughout  North  America.  It  represents  not  only 
the  scientific  interests  of  its  membership,  but  speaks  to  the  impact  of  brain  research 
on  our  country's  economy  and  well  being,  since  nearly  50  million  Americans  are  af- 
flicted with  brain  diseases  and  disorders.  Neuroscientists  investigate  the  molecular 
and  cellular  levels  of  the  brain  and  its  nervous  system,  which  involve  such  vital 
human  functions  such  as  our  being  able  to  see,  to  hear,  to  speak,  to  behave  and 
to  think.  This  essential  research  provides  the  basis  for  advances  and  the  under- 
standing in  the  medical  fields  concerned  with  treating  brain  disorders.  These  medi- 
cal specialties  include  psychiatry,  neurology,  geriatrics,  developmental  disability, 
neurosurgery  and  ophthalmology. 

Careful  economic  analysis  has  established  that  the  cost  of  brain  disorders  to  this 
nation  in  1990  exceeded  $400  billion  in  direct  costs  for  clinical  care  and  in  lost  pro- 
ductivity; it  is  significantly  higher  today.  The  wide  prevalence  of  brain  disorders  in 
the  United  States,  together  with  the  high  annual  costs,  which  exceeds  the  annual 
Federal  budget  deficit,  combine  to  make  these  conditions  the  number  one  public 
health  problem  now  confi-onting  this  nation.  The  consequences  of  brain  disorders 
contribute  to  some  of  the  most  fundamental  and  troubling  society  problems  includ- 
ing drug  and  alcohol  addictions,  the  rapid  rise  in  suicide  rate  in  our  youth,  mental 
enfeeblement  of  our  elderly  due  to  Alzheimer's  disease  and  the  scandal  of  the  home- 
less mentally  ill.  Thus,  tens  of  millions  of  our  citizens  who  suffer  from  brain  dis- 
orders look  to  neuroscientists  as  the  only  real  hope  they  have  for  future  relief  from 
these  crippling  diseases.  They  also  look  to  this  Subcommittee  to  appropriate  the  nec- 
essary funds  to  implement  your  mandate  of  the  "Decade  of  the  Brain,"  which  will 
allow  our  scientists  to  provide  the  answers,  solutions  and  new  treatments  in  order 
for  our  citizens  to  live  more  productive  and  less  disabled  lives  in  the  future. 

The  young  field  of  neuroscience  has  already  made  major  contributions  to  the  wel- 
fare of  the  nation's  citizens.  New  insights  and  effective  treatments  have  been  devel- 
oped for  previously  hopeless  diseases,  including  Alzheimer's,  Parkinson's,  major  de- 
pression and  schizophrenia.  The  brain  mechanisms  that  underlie  substance  abuse, 
a  currently  insoluble  problem  inextricably  intertwined  with  the  epidemic  of  violence 
in  our  society,  is  now  being  defined  and  will  provide  more  efficacious  treatment 
strategies.  We  are  having  great  success  in  characterizing  the  brain  circuitry  struc- 
tures that  underlie  learning,  memory  and  emotion.  These  insights  will  have  great 
relevance  in  forming  such  important  national  policy  as  educational  reform  and  more 
enlightened  and  effective  rehabilitation  policies.  WnUe  these  achievements  testify  to 
the  rewards  of  basic  research  investment,  limited  Federal  funds  threaten  the  entire 
biomedical  research  enterprise,  one  of  America's  most  important  intellectual  and 
economic  assets. 

It  is  the  Society  for  Neuroscience  that  has  the  primary  responsibility  for  carrying 
out  the  mandate  of  the  Joint  Resolution  of  Congress  and  the  Presidential  Proclama- 
tion in  declaring  this  to  be  the  "Decade  of  the  Brain."  We  have  made  a  superb  begin- 
ning in  implementing  the  "Decade  of  the  Brain"  Proclamation,  but  we  will  be  unable 
to  sustain  this  remarkable  scientific  progress  and  achieve  the  goals  of  the  "Decade 
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of  the  Brain"  without  selectively  greater  increases  in  appropriations  from  this  Sub- 
committee for  neuroscience  research.  Only  with  increased  appropriations  signifi- 
cantly above  those  recommended  in  the  President's  fiscal  year  budget  will  the  "Dec- 
ade of  the  Brain"  become  a  reality. 

U.S.  neuroscience  leads  the  world  in  quality,  breadth,  productivity,  technological 
sophistication  and  scientific  innovation.  This  has  stimulated  highly  important 
biotechnical  developments  of  enormous  economic  importance.  The  economic  promise 
of  neuroscience  is  being  recognized  by  our  international  competitors  in  Japan  and 
Europe  who  have  already,  or  will  shortly,  declare  their  own  "Decades  of  the  Brain" 
and  are  making  significant  investments  in  neuroscience.  If  the  United  States  is  to 
maintain  its  leading  position  in  brain  research,  it  will  require  increased  appropria- 
tions from  this  Subcommittee  to  do  so.  To  lose  our  lead  and  competitive  edge  would 
be  an  economic  tragedy  and  detrimental  for  the  health  of  the  nation. 

Modem  neuroscience  is  on  the  threshold  of  making  important  scientific  break- 
throughs in  a  number  of  brain  diseases,  which,  for  centuries,  have  perplexed  clini- 
cians and  ravaged  those  affected.  This  makes  increased  investment  in  neuroscience 
research  and  the  full  implementation  of  the  "Decade  of  the  Brain,"  not  only  an  abso- 
lute necessity  but  among  the  highest  priorities  for  the  appropriations  made  by  this 
Subcommittee. 

To  ensure  the  full  implementation  of  the  Decade  of  the  Brain,  the  Society  for  Neu- 
roscience recommends  the  following: 

I.  We  support  the  Ad  Hoc  Group  for  Medical  Research  Funding,  made  up  of  over 
160  national  medical  and  scientific  societies,  voluntary  health  g-  oups,  and  academic 
and  research  organizations,  which  are  dedicated  to  the  future  of  the  nation's  bio- 
medical and  behavioral  research,  in  recommending  strongly  that  the  Subcommittee: 
Appro7>riate  $11.95  billion  for  the  National  Institutes  of  Health,  which  is  $1  billion 
above  the  fiscal  year  1994  NIH  appropriation. 

II.  Specific  Institute  requests:  National  Institute  of  Mental  Health  (Society's  re- 
quest: $766,800  million);  National  Institute  of  Neurological  Disorders  and  Stroke 
(Society's  request:  $937,971  million);  National  Institute  on  Deafness  and  Other  Com- 
munication Disorders  (Society's  request:  $253,180  million);  National  Eye  Institute 
(Society's  request:  $412,790  million);  National  Institute  on  Aging  (Society's  request: 
$574,088  million);  National  Institute  of  Child  Health  and  Human  Development  (So- 
ciety's request:  $775  milHon);  National  Institute  on  Alcohol  Abuse  and  Alcoholism 
(Society's  request:  $224,700  million);  National  Institute  on  Drug  Abuse  (Society^s  re- 
quest: $579  million);  and  National  Institute  of  Dental  Research  (Society's  request: 
$279  million). 

The  Society  for  Neuroscience  is  grateful  for  this  opportunity  to  present  testimony 
to  this  distinguished  Subcommittee  and  will  be  pleased  to  answer  any  questions  the 
Members  or  Chairman  may  have. 

STATEMENT  OF  PETER  R.W.  BELLERMAPW,  PRESIDENT,  NATIONAL 
NEUROFIBROMATOSIS  FOUNDATION,  INC. 

Senator  Harkin.  Next,  Peter  Bellermann,  National  Neuro- 
fibromatosis Foundation. 

Mr.  Bellermann.  Thank  you,  Mr.  Chairman  and  Senator  Mack, 
for  this  opportunity  to  testify  today.  I  am  Peter  Bellermann,  the 
president  of  the  National  Neurofibromatosis  Foundation,  a  national 
health  care  organization  headquartered  in  New  York  City  and  with 
chapters  throughout  the  United  States.  I  am  here  to  thank  you  and 
the  committee  for  your  catalytic  effect  on  neurofibromatosis  re- 
search. 

Neurofibromatosis,  or  NF  for  short,  is  not  only  one  of  the  great 
success  stories  in  the  current  revolution  in  molecular  biology  and 
genetics,  it  is  also  one  of  this  committee's  great  successes.  Although 
few  people  have  ever  heard  of  NF,  it  is  in  fact,  the  most  common 
neurological  disorder  caused  by  a  single  gene.  At  least  100,000 
Americans  have  NF,  and  that  compares  to  about  30,000  who  have 
cystic  fibrosis  or  20,000  who  have  heredity  muscular  dystrophy. 

NF  causes  tumors  to  grow  along  the  nerves  anywhere  on  or  in 
the  body.  It  leads  to  severe  disfigurements,  blindness,  deafness, 
skeletal  deformities,  malignancies,  brain  and  spinal  tumors,  and 
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learning  disabilities.  Given  the  wide  variability  of  disease  mani- 
festations in  NF,  you  urged  us  to  foster  collaborative  efforts  be- 
tween various  institutes  at  the  NIH,  under  whose  purview  the  dif- 
ferent manifestations  of  NF  fall.  I  am  pleased  to  report  that  these 
efforts  are  taking  place  and  that  the  cross-institute  activities  have 
begun. 

NF  research  has  had  strong  support  from  this  committee,  and  be- 
cause of  that  NF  research  has  been  enormously  productive  in  re- 
cent years.  In  1990  we  found  the  gene  causing  NFl  and 
neurofibromin,  the  protein  it  encodes.  And  shortly  after  that  we 
found  that  the  mutated  NFl  gene  is  also  implicated  in  some  of  the 
most  common  cancers  known  to  us  today.  In  1993  we  found  the 
gene  causing  NF2  and  merlin,  the  protein  it  encodes.  We  imme- 
diately saw  that  this  protein,  too,  has  profound  importance  for 
other  medical  problems,  including  brain  tumors — in  the  general 
population — malignancies,  and  apparently  developmental  disorders 
in  general.  And  now  the  most  recent  development  is  the  start  of  the 
first  multicenter  national  clinical  trials  in  NFl  to  test  possible 
therapies. 

Much  of  this  progress,  Mr.  Chairman,  has  come  since  this  com- 
mittee earmarked  $2  million  for  NF  research  by  the  NIH,  these 
funds  above  and  beyond  what  the  National  Institutes  of  Health 
were  already  spending  on  NF.  It  was  a  very  cost-effective  invest- 
ment. To  use  the  vernacular,  it  has  been  the  kind  of  bang  for  the 
buck  that  every  legislator  and  every  public  policymaker  is  always 
looking  for. 

I  should  point  out  in  this  connection  that  the  progress  in  NF  re- 
search has  been  accomplished  with  a  fraction  of  the  public  and  pri- 
vate resources  mobilized  for  far  better  known  but  considerably  less 
prevalent  genetic  problems,  and  we  attribute  this  to  the  leadership 
of  the  Congress,  to  the  NIH,  this  committee,  and  the  unusually  ef- 
fective partnership  of  public  and  private  institutions  supporting  NF 
research. 

You  have  also  urged  us  to  have  close  relationships  with  the  Na- 
tional Institutes  of  Health,  thus  leveraging  public  and  private  re- 
sources. And  I  am  pleased  to  report  that  we  have  done  this  and 
that  our  relationships  with  the  various  branches  of  the  NIH  are  ex- 
cellent. Dr.  Francis  Collins,  the  codiscoverer  of  the  NFl  gene  and 
the  former  head  of  our  foundation's  research  advisory  board  now 
serves  as  director  of  the  Federal  human  genome  project,  as  you 
know,  and  he  continues  his  work  in  neurofibromatosis.  We  are  de- 
veloping a  novel  interdisciplinary  workshop  on  research  approaches 
to  treatments  for  neurofibromatosis.  As  many  as  six  Institutes  of 
the  NIH  may  be  involved  in  this  model  collaboration. 

Your  committee  recommended  in  fiscal  year  1993  the  establish- 
ment of  a  temporary  NF  research  coordinating  committee  at  the 
NIH.  We  found  the  first  report  of  this  coordinating  committee  so 
useful  that  we  recommend  that  it  become  a  permanent  coordinat- 
ing committee. 

PREPARED  STATEMENT 

The  potential  of  NF  research  from  here  on  out  is  enormous.  Not 
only  does  NF  affect  100,000  Americans  and  thus  a  greater  number 
of  patients  and  families  than  many  other  genetic  diseases,  but  the 
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additional  connections  to  cancer  and  learning  disabilities  are  of 
considerable  magnitude.  As  you  well  know,  cancer  affects  about 
one-quarter  of  the  population  or  about  65  million  Americans  at  one 
point  or  another  in  their  lives.  Learning  disabilities  affect  as  much 
as  15  percent  of  the  population,  or  about  35  million  additional 
Americans.  It  may  be  that  NF  research  holds  the  key  to  both  of 
these  problems  and  that  NF  research  may  therefore  benefit  upward 
of  100  million  Americans.  We,  therefore,  urge  you  to  increase  the 
funding  for  NF  research  at  the  NIH  to  $20  million  a  year. 

Thank  you. 

Senator  Harkin.  Mr.  Bellermann,  thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Peter  R.W.  Bellermann 

I  am  Peter  Bellermann,  President  of  the  Neurofibromatosis  Foundation,  a  health 
care  organization  headquartered  in  New  York  City  and  with  Chapters  throughout 
the  United  States. 

I  am  here  to  hail  this  Committee's  catalytic  effect  on  neurofibromatosis  research. 
Neurofibromatosis,  or  NF  for  short,  is  not  only  one  of  the  great  success  stories  of 
the  current  revolution  in  molecular  genetics.  It  is  also  one  of  this  Committee's  great 
successes. 

Although  few  people  have  ever  heard  of  NF,  it  is,  in  fact,  the  most  common  neuro- 
logical disorder  caused  by  a  single  gene.  At  least  100,000  Americans  have  NF.  That 
compares  with  about  30,000  who  have  Cystic  Fibrosis  and  20,000  who  have  heredi- 
tary Muscular  Dystrophy. 

NF  causes  tumors  to  grow  along  the  nerves  an3rwhere  on  or  in  the  body.  It  leads 
to  severe  disfigurements,  blindness,  deafness,  skeletal  deformities,  malignancies, 
brain  and  spinal  tumors  and  learning  disabilities. 

Given  the  wide  variability  of  disease  manifestations  in  NF,  you  urged  us  to  foster 
collaborative  efforts  between  various  Institutes  at  the  NIH  under  whose  purview  of 
the  different  manifestations  in  NF  fall.  I  am  again  pleased  to  report  that  these  ef- 
forts are  taking  place  and  that  "Cross-Institute"  activities  have  begun. 

NF  research  has  had  strong  support  from  this  Committee  and  because  of  that,  NF 
research  has  been  enormously  productive.  In  1990  we  found  the  gene  causing  NFl 
and  "neiu*ofibromin",  the  protein  it  encodes.  Shortly  thereafter  we  found  that  the 
mutated  NFl  gene  is  also  implicated  in  some  of  the  most  common  human  cancers, 
including  melanoma,  breast  and  colon  cancers,  and  leukemia.  In  1993  we  found  the 
gene  causing  NF2  and  "merlin",  the  protein  it  encodes.  We  immediately  saw  that 
this  protein,  too,  has  profound  importance  for  other  medical  problems,  including 
brain  tumors,  malignancies  and  apparently  developmental  disorders  in  general.  And 
now  the  most  recent  development  is  the  start  of  the  first  multi-center,  national  clini- 
cal trials  in  NFl  to  test  possible  therapies. 

Much  of  this  progress  has  come  since  this  Committee  earmarked  $2  million  for 
NF  research  by  the  NIH,  these  funds  above  and  beyond  what  the  National  Insti- 
tutes of  Health  were  already  spending  on  NF.  It  was  a  very  cost  effective  invest- 
ment. 

I  should  point  out  in  this  connection  that  the  progress  in  NF  research  has  been 
accomplished  with  a  fraction  of  the  public  and  private  resources  mobilized  for  far 
better  known  but  considerable  less  prevalent  genetic  problems.  We  attribute  this  to 
the  leadership  of  the  Congress,  including  this  Committee,  and  the  unusually  effec- 
tive partnership  of  public  and  private  institutions  supporting  NF  research. 

Our  Foundation,  which  began  the  first  research  program  for  NF  anywhere  in  the 
world  in  1978,  remains  a  driving  force  and  raises  about  $1.7  million  a  year  for  re- 
search and  medical  activities.  The  National  Institutes  of  Health  spend  about  $11 
million  on  NF  and  NF  related  research. 

You  have  urged  us  to  have  a  close  relationship  with  the  National  Institutes  of 
Health,  thus  leveraging  public  with  private  resources.  I  am  pleased  to  report  that 
we  have  done  this  and  that  our  relationships  with  the  various  branches  of  the  NIH 
are  excellent.  Dr.  Francis  Collins,  the  co-discoverer  of  the  NFl  gene  and  the  former 
head  of  our  Research  Board,  now  serves  as  Director  of  the  Federal  Human  Genome 
Project  and  continues  his  work  on  NF.  At  the  suggestion  of  Dr.  Samuel  Broder,  the 
head  of  the  National  Cancer  Institute,  we  are  developing  a  novel,  interdisciplinary 
workshop  on  research  approaches  to  treatments  for  Neurofibromatosis.  As  many  as 
six  Institutes  of  the  NIH  may  be  involved  in  this  model  workshop. 
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Your  Committee  recommended  in  fiscal  year  1993  the  establishment  of  a  tem- 
porary NF  Research  Coordinating  Committee  at  the  NIH.  We  found  the  first  report 
of  this  Coordinating  Committee  so  useful  that  we  recommend  that  it  become  a  Per- 
manent Coordinating  Committee. 

The  potential  of  Neurofibromatosis  research  from  hereon  out  is  enormous.  Not 
only  does  NF  affect  100,000  Americans  and  thus  a  greater  number  of  patients  and 
families  than  many  other  genetic  diseases,  but  the  additional  connections  to  cancer 
and  learning  disabilities  are  of  considerable  importance. 

As  you  well  know,  cancer  affects  about  a  quarter  of  the  population,  or  about  65 
million  Americans.  Learning  Disabilities  affect  as  much  as  15  percent  of  the  popu- 
lation, or  about  35  million  Americans.  It  may  be  that  NF  research  holds  the  key 
to  both  of  these  problems;  and  thus  NF  research  may  benefit  upward  of  100  million 
Americans.  We  therefore  urge  you  to  increase  the  mnding  for  NF  research  at  the 
NIH  to  $20  million  a  year. 

STATEMENT  OF  DR.  JEROME  C.  GOLDSTEIN,  EXECUTIVE  VICE  PRESI- 
DENT, AMERICAN  ACADEMY  OF  OTOLARYNGOLOGY— HEAD  AND 
NECK  SURGERY,  INC. 

Senator  Harkin.  Next,  representing  the  American  Academy  of 
Otolaryngology  is  Jerome  Goldstein.  Dr.  Goldstein,  thank  you  for 
being  here. 

Mr.  Goldstein.  Thank  you,  Mr.  Harkin,  Mr.  Mack.  Ladies  and 
gentlemen,  I  am  Dr.  Jerry  Goldstein,  executive  vice  president  of 
the  American  Academy  of  Otolaryngology — Head  and  Neck  Sur- 
gery, the  world's  largest  organization  of  otolaryngologists  with 
more  than  10,000  members. 

During  the  last  year,  the  National  Institute  on  Deafness  and 
Other  Communication  Disorders  continued  its  mission  of  conduct- 
ing research  directed  at  disorders  of  hearing,  balance,  voice,  speech, 
language,  taste,  and  smell.  Two  examples  of  outstanding  work  in- 
clude the  support  of  investigators  who  have  achieved  a  major  ad- 
vance actually  mentioned  earlier  this  morning  by  Ben  Vereen,  the 
regeneration  of  hair  cells  in  the  inner  ear  of  a  mammal.  This  shows 
great  promise  for  similar  research  and  action  in  regard  to  human 
hearing. 

Another  deals  with  environmental  damage  to  the  ear.  There  is 
now  activity  underway  to  identify  the  molecular  events  leading  to 
auditory  hair  cell  loss  from  loud  noise  and  ototoxic  agents.  Modi- 
fication of  these  events  can  prevent  hearing  loss  in  millions  of 
Americans.  These  are  just  two  examples  of  the  many  strides  that 
the  NIDCD  is  taking  to  carry  out  its  mission. 

Mr.  Chairman,  you  and  your  committee  have  been  extraor- 
dinarily supportive  of  the  NIDCD  over  the  years  since  it  was  estab- 
lished. The  funds  provided  have  given  a  major  impetus  to  the  field 
and  the  results  of  research  are  already  finding  their  way  into  the 
care  of  patients.  In  order  to  continue  these  advances,  we  support 
the  professional  judgment  of  $253  million  for  the  institute,  how- 
ever, we  understand  the  constraints  under  which  you  are  working 
and  suggest  that  an  appropriate  increase  should  be  made  of  at 
least  12  percent  over  last  year's  budget  which  we  calculate  to  be 
$19.4  million,  for  a  total  for  fiscal  year  1995  of  $182  million. 

Other  Institutes  which  are  also  vital  to  the  research  interests  of 
the  academy  include  the  National  Cancer  Institute  as  our  members 
care  for  so  many  cancers  of  the  head  and  neck,  and  the  National 
Institute  for  Allergy  and  Infectious  Disease.  Our  members  see  so 
many  patients  with  ear,  nose,  and  threat  problems  rooted  in  al- 
lergy. 
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A  special  word  about  the  National  Institute  of  Environmental 
Health  Sciences.  Our  membership  has  led  the  field  of  specialty 
medicine  in  concern  about  and  action  on  environmental  pollutants, 
such  as  air  and  noise  pollution  and  their  effects  on  our  patients 
and  on  the  general  public.  This  Institute  supported  a  major  con- 
ference on  physicians  and  the  environment  cosponsored  by  our 
academy  and  the  National  Associations  of  Physicians  for  the  Envi- 
ronment. I  serve  as  founding  president  of  the  latter  organization. 
We  urge  this  committee  to  fund  as  fully  as  possible  the  professional 
judgment  budget  of  the  NIEHS,  but  at  the  very  least  to  provide  to 
it  the  9-percent  increase  supported  by  the  ad  hoc  group  overall  for 
NIH. 

I  want  to  highlight  one  major  environmental  program  of  our 
academy,  that  of  second-hand  smoke  and  its  effects  on  children.  I 
have  provided  you  with  a  kit  on  this  issue,  as  well  as  a  personal- 
ized commendation  certificate  for  your  work  against  tobacco  use. 
Mr.  Mack,  there  is  one  for  you  there,  too.  I  have  also  included  a 
copy  of  our  video,  which  was  recently  selected  as  best  in  the  envi- 
ronmental health  category  by  the  International  Health  and  Medical 
Film  Festival. 

PREPARED  STATEMENT 

We  are  very  grateful  to  you  for  your  new  initiative  with  Senator 
Hatfield  to  build  a  trust  fund  for  medical  research,  and  thank  you 
once  again,  Mr.  Chairman,  for  permitting  me  to  testify  before  you. 
You  have  been  a  real  champion  for  the  improved  health  of  the  peo- 
ple of  this  Nation  and  the  world.  We  are  all  deeply  in  debt  for  your 
leadership  that  you  have  provided. 

I  will  be  pleased  to  answer  any  questions  you  may  have. 

[The  statement  follows:] 

Statement  of  Jerome  C.  Goldstein,  MD 

Mr.  Harkin,  members  of  the  Committee,  ladies  and  gentlemen.  I  am  Dr.  Jerome 
C.  Goldstein,  Executive  Vice  President  of  the  American  Academy  of  Otolaryngol- 
ogy— Head  and  Neck  Surgery,  Incorporated  (AAO-HNS,  Inc.)  the  largest  organiza- 
tion of  otolaryngology  and  head  and  neck  surgeons.  There  are  more  than  10,000 
members,  including  97  percent  of  all  Board  certified  otolaryngologists. 

During  the  last  year  the  National  Institute  on  Deafness  and  Other  Communica- 
tion Disorders  (NIDCD)  fulfilled  its  mission  in  the  canying  out  of  research  directed 
at  the  understanding,  prevention,  cure  and  care  of  the  disorders  of  hearing,  balance, 
voice,  speech,  language,  taste,  and  smell.  NIDCD  has  worked  very  hard  to  stretch 
its  money  by  setting  up  programs  with  other  agencies  and  institutes.  Some  exam- 
ples of  these  joint  undertakings  are  included  at  the  end  of  my  statement. 

Science,  one  of  the  premier  scientific  journals  in  the  world,  on  the  30th  of  April 
1993  reported  a  major  advance  in  research  funded  by  the  NIDCD — the  regeneration 
of  the  hair  cell  of  the  inner  ear  of  a  mammal.  The  hair  cells  of  the  inner  ear  change 
sound  energy  into  biochemical  energy  which  then  stimulates  the  auditory  nerve,  and 
hearing  is  the  result.  The  mammalian  hair  cells  have  been  considered,  up  to  now, 
to  be  endstate  cells — once  they  were  destroyed,  they  could  not  regenerate.  Years  ago 
NIH  supported  scientists  studied  the  inner  ears  of  sharks  and  noted  that  the  hair 
cells  continued  to  grow  in  number  as  the  sharks  became  older.  A  few  years  later, 
other  NIH  supported  investigators  found  that  when  the  hair  cells  of  a  young  chick 
were  destroyed  by  sound  trauma,  the  hair  cells  in  the  chick  regenerated.  Another 
study  showed  that  when  mouse  embryos,  at  a  certain  time,  were  exposed  to  retinoic 
acid,  they  formed  additional  hair  cells  in  their  inner  ears.  These  basic  science  stud- 
ied led  directly  to  the  report  in  Science  in  which  the  NIDCD-supported  investigators 
caused  the  regeneration  of  hair  cells  in  the  adolescent  rat  after  they  had  been  de- 
stroyed by  ototoxic  substances.  This  work  was  done  in  vitro — in  organ  culture.  An- 
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other  group  showed  that  the  human  inner  ear,  in  vitro,  had  the  ability  to  continue 
to  grow  new  hair  cells  of  the  balance  portion  of  the  inner  ear. 

Today,  throughout  the  world,  scientists,  as  a  result  of  these  and  other  studies,  are 
developing  the  systems  which  will  allow  for  the  regeneration  of  the  hair  cells  of  the 
cochlea  in  vivo — in  the  intact  mammal.  Application  of  these  discoveries  will  then  be 
made  to  the  hearing-impaired  patients.  Within  a  few  years,  techniques  should  be 
established  which  will  allow  for  the  regeneration  of  the  hsiir  cells  in  the  cochlea  of 
those  who  are  deaf 

Patients  with  hearing  impairments  throughout  the  world  will  be  thankful  to  the 
NIDCD  for  its  support  of  basic  science  which  through  the  study  of  sharks,  chicks 
and  embryo  mice  has  given  promise  for  the  cure  of  deafness  and  many  other  sensory 
disorders.  These  advances  have  also  been  followed  closely  by  the  bioscience  indus- 
tries and  they  are  now  in  the  process  of  aiding  in  the  human  application.  The  dis- 
coveries will  provide  increased  employment  for  many  different  kinds  of  scientists 
and  technologists,  and  other  workers. 

The  NIDCD  has  supported  many  other  successful  projects  during  the  last  year. 
One  is  especially  pertinent  for  it  combines  environmentally  caused  damage  with 
basic  science  which  is  leading  towards  the  prevention  of  hearing  loss  in  the  area 
of  sound  trauma  and  ototoxicity.  There  is  an  opportunity  to  identify  the  molecular 
events  leading  to  auditory  hair  cell  loss  from  sound  trauma  and  ototoxic  agents. 
Interruption  or  modification  of  these  events  can  prevent  hearing  loss  in  millions  of 
U.S.  citizens. 

These  are  just  two  examples  of  the  many  strides  that  the  NIDCD  is  taking  to 
amply  fulfill  its  mission  in  the  area  of  hearing,  balance,  voice,  speech,  language, 
taste  and  smell.  The  Institute  has  enormous  research  areas  of  great  promise  in 
which  to  carry  out  its  work  and  this  requires  adequate  resources. 

Mr.  Chairman,  you  and  your  committee,  and  the  Congress  generally  have  been 
extraordinarily  supportive  of  the  NIDCD  over  the  years  since  it  was  established. 
The  funds  already  provided  have  given  a  major  impetus  to  the  field  and  the  results 
of  research  are  already  finding  their  way  into  the  care  and  improved  health  of  pa- 
tients. 

In  order  to  continue  these  advances,  we  support  the  professional  judgment  budget 
of  $253  million  for  the  Institute.  However,  we  understand  the  budget  constraints 
which  you  are  working  under  and  suggest  that  an  appropriate  increase  should  be 
made  of  at  least  12  percent  over  last  year's  budget,  which  we  calculate  to  be  $19.4 
million,  for  a  total  of  fiscal  year  1995  of  $182  million. 

We  also  support  the  call  by  the  Ad  Hoc  Group  for  Medical  Research  for  an  in- 
crease of  9  percent  overall  for  the  NIH. 

There  are  several  institutes  which  are  also  vital  to  the  research  interests  of  the 
Academy,  including  the  National  Cancer  Institute,  as  our  members  research  and 
provide  medical  care  regarding  cancers  of  the  head  and  neck,  and  the  Nat'onal  In- 
stitute of  Allergy  and  Infectious  Disease,  as  our  members  see  so  many  patients  with 
problems  of  allergy  and  infection  of  the  ears,  nose,  throat  and  allied  organs  and  sys- 
tems. 

We  want  to  say  a  special  word  about  the  National  Institute  of  Environmental 
Health  Sciences.  Our  membership  has  led  the  field  of  specialty  medicine  in  concern 
about,  and  action  on  environmental  pollutants,  such  as  air  pollution  and  noise  pollu- 
tion, and  their  effects  on  our  patients  and  on  the  general  public.  As  you  know,  and 
as  you  noted  in  your  bill  report  two  years,  ago,  this  institute  supported  a  major  con- 
ference on  physicians  and  the  environment,  cosponsored  by  this  Academy  with  the 
National  Association  of  Physicians  for  the  Environment.  I  serve  as  founding  presi- 
dent of  that  organization.  I  will  not  go  into  detail  here  about  the  large  number  of 
activities  that  have  been  undertaken  by  our  Academy  in  this  area,  but  they  are  nu- 
merous, and  growing.  This  institute  is  showing  itself  to  be  an  innovator  at  moving 
public  interest  groups  to  support  environmental  health  concerns.  The  extramural 
centers  are  now  leaders  in  community  outreach  on  these  matters.  We  urge  this  com- 
mittee to  fund  as  fully  as  possible  the  professional  judgment  budget  of  the  institute, 
but  at  the  very  least  to  provide  to  it  the  9  percent  increase  supported  by  the  Ad 
Hoc  Group  overall  for  NIH.  As  you  know,  last  year  leaders  of  the  NIH  were  calling 
for  a  doubling  of  that  budget  in  three  years. 

Thank  you  once  again,  Mr.  Chairman,  for  permitting  me  to  testify  before  you.  You 
have  been  a  real  champion  for  the  improved  health  of  the  people  of  this  nation,  and 
the  world.  We  are  all  deeply  in  your  debt  for  the  leadersnip  you  have  provided.  I 
will  be  pleased  to  answer  any  questions  you  may  have. 

Following  are  additional  examples  of  research  advances  in  the  NIDCD: 

The  NIDCD  and  the  National  Aeronautics  and  Space  Administration  jointly  fund- 
ed a  multi-institutional  Center  for  Vestibular  Research  in  August  1993.  The  Center 
comprises  eighteen  investigators  at  six  institutions  and  will  provide  integrated  re- 
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search  and  research  training  on  the  vestibular  control  of  balance  during  standing 
posture,  locomotion  and  other  purposeful  movements.  The  two  agencies  will  co-spon- 
sor inflight  experiments  on  the  Neurolab  space  flight  in  1998  to  address  a  major 
space  flight  health  problem,  space  motion  sickness. 

In  the  clinical  disorder  of  bilateral  vocal  fold  paralysis,  the  vocal  folds  cannot  be 
opened  during  inspiration.  This  life  threatening  condition  is  caused  by  denervation 
of  the  posterior  cricoaryteroid  muscles,  which  are  the  sole  abducting  muscles  of  the 
vocal  folds.  Recent  studies  suggest  that  bilateral  vocal  fold  paralysis  can  be  treated 
using  a  laryngeal  pacing  mechanism,  which  is  a  type  of  functional  electrical  stimula- 
tion system.  A  laryngeal  pacer  has  been  developed  which  will  restore  abductor  func- 
tion to  the  denervated  posterior  cricoarytenoid  muscle.  Refinement  to  the  model 
which  has  a  sensor  for  inspiration  are  being  explored  in  anticipation  of  human  im- 
plantation. 

Other  ongoing  work  on  the  understanding  of  normal  and  impaired  voice  produc- 
tion uses  mathematical  models  of  vocal  disorders  that  simulate  the  mechanisms  of 
voice  and  speech  production.  This  model  is  able  to  synthesize  the  sounds  of  vocal 
disorders  which  allows  for  the  creation  of  a  laboratory  model  of  vocal  disorders.  The 
model  provides  the  mechanisms  by  which  to  test  hypotheses  concerning  the  physiol- 
ogy of  functional  and  organic  voice  disorders,  and  the  effect  such  changes  in  physiol- 
ogy may  have  on  the  quality  of  the  speaking  voice.  This  synthesis  model  also  pro- 
vides a  precise  relationship  between  the  physiological  characteristics  of  voice  pro- 
duction and  the  acoustic  signal  generated  by  the  synthesizer.  Results  are  leading 
to  the  development  of  a  new  methodology  that  will  assist  in  the  study  of  the  efBcacy 
of  several  therapeutic  approaches  to  treat  voice  disorders.  The  results  will  provide 
the  clinician  with  a  model  to  test  new  voice  treatment  procedures,  as  well  as  assist 
in  the  assessment  of  hypotheses  concerning  the  cause  and  severity  of  a  vocal  dis- 
order. 

Studjdng  patients  with  a  variety  of  speech  disorders,  investigators  in  the  NIDCD's 
Intramural  section  on  Voice  and  Speech  are  comparing  information  on  cortical  struc- 
ture provided  by  magnetic  resonance  imaging  with  that  of  positron  emission  tomog- 
raphy. As  a  result  of  these  studies,  scientists  will  be  able  to  determine  how  certain 
structures  of  the  brain  function,  and  specifically  what  are  the  neurogenic  basis  of 
speech  disorders  such  as  stuttering. 

Senator  Harkin.  Dr.  Goldstein,  thank  you  very  much  for  that 
testimony  and  thank  you  for  this,  the  Perils  of  Second-Hand 
Smoke.  I  encourage  you  to  continue  your  efforts  in  that  area.  I 
pointed  out  on  the  floor  the  other  day  after  Dr.  Elders  came  out 
with  a  23d  Surgeon  General's  Report  on  Smoking  that  focused  on 
children  and  how  ads  for  smoking  are  now  geared  toward  young 
people.  I  pointed  out  this  ad  with  Old  Joe  Camel,  and  now  Jose- 
phine Camel. 

There  is  this  big  room  and  everyone  is  partying  and  dancing  and 
having  a  great  time.  There  must  be  all  of — I  do  not  know — between 
50  and  100  people  in  this  picture,  I  suppose.  Joe  Camel,  Josephine 
Camel  are  playing  cards,  shooting  pool,  dancing.  Everyone  has  a 
cigarette.  But  there  is  no  smoke  in  the  room.  And  that  is  kind  of 
curious,  you  know?  I  said  maybe  this  is  the  way  to  get  rid  of  our 
cigarettes.  Everybody  light  up  and  all  of  a  sudden  the  air  gets 
clear.  But  it  is  that  kind  of  thing.  No  one  thinks  about  second-hand 
smoke  and  the  effects  that  it  has  on  people.  So  I  appreciate  your 
efforts  in  that  area. 

I  do  not  know  that  I  have  so  much  a  question  for  the  people  of 
this  panel  other  than  just  to  say  that  all  of  the  requests  that  you 
have  spoken  about  and  support  are  things  that  this  committee  sup- 
ports. We  would  like  to  help  in  all  of  these  areas.  We  are  making 
great  progress.  We  are  moving  ahead  aggressively  in  these  areas. 
But  with  these  budgets  back  here  [indicating  the  charts]  we  are 
just  not  going  to  do  it  unless  we  get  this  fund. 

Some  form  of  health  care  is  going  to  come  through  this  year.  I 
do  not  know  what  it  is  going  to  be  when  it  finally  comes  up.  As 


61 

both  Senator  Hatfield  and  I  have  said  in  the  past,  he  may  favor 
one  course,  I  may  favor  another  course,  in  terms  of  what  the  health 
care  may  be,  but  we  both  agree  on  one  thing:  Whatever  comes 
through  has  got  to  have  that  check-off  for  the  fund.  Otherwise,  we 
will  not  be  able  to  move  ahead  in  these  areas. 

So  I  just  cannot  tell  you  how  much  I  appreciate  your  support  for 
this.  You  are  all  leaders,  not  only  in  the  scientific  community  itself, 
but  you  are  public  leaders  also  in  your  different  areas.  You  com- 
mand a  great  deal  of  respect,  as  well  you  should.  And  with  the  po- 
sitions that  you  hold  we  really  need  you  to  get  out  and  fight  for 
research  dollars.  Otherwise,  we  are  just  simply  not  going  to  be  able 
to  fund  this  worthwhile  research. 

I  believe  the  support  is  there.  All  the  polls  show  it.  The  people 
would  support  it  if  they  knew  their  money  was  going  to  medical  re- 
search. We  can  guarantee  them  that  is  where  it  is  going,  and  we 
need  to  have  the  courage  to  act  on  it  this  year.  You  can  help  put 
courage  in  members  of  the  Senate  and  the  House  by  getting  the 
different  groups  and  organizations  to  back  this.  Get  the  phone  calls 
coming,  the  letters  coming  in,  and  whatever  personal  contacts  you 
can  make.  So  I  make  that  special  plea  to  you  all. 

Again,  thank  you  very  much  for  your  support  and  thank  you  for 
being  here.  I  appreciate  it  more  than  I  can  tell  you. 

STATEMENT   OF   CLAUDE    L.    COWAN,    CHIEF   OF   OPHTHALMOLOGY, 
AMERICAN  ACADEMY  OF  OPHTHALMOLOGY 

Senator  Harkin.  Next,  we  will  hear  from  the  American  Academy 
of  Ophthalmology  and  Dr.  Cowan;  the  Alliance  for  Eye  and  Vision 
Research,  Dr.  Ryan;  the  Alliance  of  Genetic  Support  Groups,  Mary 
Ann  Wilson;  Children's  Brain  Diseases,  Mr.  Rider  and  Michael 
Joyce;  Sudden  Infant  Death  Syndrome  Alliance,  Michelle  Morgan 
Spady;  and  the  Friends  of  NICHD,  Lisa  Kaeser. 

Again,  I  appreciate  your  all  being  here.  I  will  just  go  down  the 
list  as  I  called  them  out.  First,  we  will  recognize  Dr.  Claude  Cowan 
of  the  American  Academy  of  Ophthalmology. 

Dr.  Cowan.  Thank  you,  Mr.  Chairman.  I  am  Dr.  Claude  Cowan, 
chief  of  ophthalmology  at  the  Washington,  DC,  Veterans  Affairs 
Medical  Center  and  professor  of  ophthalmology  at  Greorgetown  Uni- 
versity. As  Associate  Secretary  for  Research  and  Regulatory  Agen- 
cies of  the  American  Academy  of  Ophthalmology  I  represent  some 
18,000  practicing  ophthalmologists  whose  patients  have  benefited 
from  the  translation  of  National  Eye  Institute  sponsored  research 
into  clinical  practice.  I  speak  today  in  support  of  the  fiscal  year 
1995  citizen's  budget  proposal  for  the  National  Eye  Institute.  This 
budget  request  of  $412,790,000  would  support  Eye  Institute  spon- 
sored clinical  trials  and  other  research  programs  that  will  allow  vi- 
sion scientists  to  expand  on  the  knowledge  on  the  causes  and  mech- 
anisms of  eye  disease. 

In  an  era  of  increasing  sensitivity  to  the  cost  of  medical  care  it 
is  critically  important  that  we  support  new  as  well  as  ongoing  re- 
search initiatives  that  allow  us  to  evaluate  the  appropriateness  of 
current  treatment  methods  as  well  as  develop  newer,  more  effective 
and  efficient  therapies.  Let  me  share  with  you  examples  of  some 
of  our  successes  as  well  as  those  areas  of  continued  need  in  our  at- 
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tempt  to  discover  solutions  to  the  many  causes  of  visual  impair- 
ment. 

Inherited  disorders  such  as  retinitis  pigmentosa  are  often  first 
manifest  in  childhood.  The  emotional  burden  carried  by  these  chil- 
dren is  undoubtedly  enormous,  and  it  is  often  compounded  by  the 
economic  stresses  that  their  care  and  support  may  place  upon  their 
families.  Eye  Institute-supported  research  is  advancing  our  under- 
standing of  inherited  retinal  disorders  through  the  identification 
and  characterization  of  retinal  degeneration  genes.  Initial  experi- 
mental efforts  at  gene  therapy  are  promising  and  may  lead  to 
breakthroughs  in  our  ability  to  treat  this  class  of  disorders.  The  re- 
cent finding  that  vitamin  A  supplementation  can  slow  the  progress 
of  retinitis  pigmentosa  further  underscores  how  research  efforts 
can  be  immediately  translated  into  improvements  in  patient  care. 

Glaucoma  is  one  of  the  leading  causes  of  blindness  in  the  United 
States  and  the  leading  cause  of  blindness  among  African  Ameri- 
cans. During  my  tenure  as  chief  of  ophthalmology  at  Howard  Uni- 
versity Hospital  and  now  head  of  the  ophthalmology  section  at  the 
VA  Medical  Center,  I  am  confronted  daily  by  the  frustrations  of  pa- 
tients and  physicians  alike  as  scores  of  patients  continue  to  lose  vi- 
sion in  spite  of  our  best  efforts  at  detection  and  treatment. 

The  Eye  Institute  is  currently  conducting  clinical  trials  intended 
to  provide  much  needed  information  on  the  effectiveness  of  our  cur- 
rent treatment  methods.  Additional  support  is  needed,  however,  to 
fund  the  research  which  will  help  us  to  understand  how  the  optic 
nerve  is  damaged  in  glaucoma,  why  there  is  an  increased  suscepti- 
bility in  African  Americans,  and  how  pharmacologic  therapy  may 
more  effectively  normalize  the  intraoptic  pressure  or  protect  the 
nerve  from  stresses  associated  with  increased  pressure. 

Diabetic  retinopathy  affects  approximately  one-half  of  the  Na- 
tion's 14  million  diabetics.  Nearly  three-quarter  million  of  these  in- 
dividuals have  vision-threatening  disease.  Diabetes  increases  the 
risk  of  blindness  25-fold  over  that  of  the  general  population,  and 
is  the  leading  cause  of  blindness  in  working  age  Americans.  Yet  in 
spite  of  the  high  potential  for  vision  loss  from  diabetes,  knowledge 
gained  through  NEI-supported  clinical  trials  provides  us  with  the 
knowledge  to  prevent  blindness  and  up  to  90  percent  of  those  with 
diabetic  eye  disease. 

Further  research  is  needed  to  better  understand  the  mechanisms 
of  blood  vessel  growth  and  the  control  of  retinal  blood  flow.  This 
may  allow  us  to  more  effectively  treat  or  prevent  not  only  diabetic 
retinopathy  but  other  retinal  vascular  disorders. 

Perhaps  the  fastest  growing  segment  of  our  population  is  the  el- 
derly. Advances  in  the  treatment  of  cardiovascular  diseases,  stroke, 
and  cancer,  are  allowing  us  to  live  longer,  more  productive  lives. 
However,  age-related  macular  degeneration  of  retinal  disease  af- 
fecting older  individuals  threatens  the  quality  of  life  for  millions  of 
Americans.  The  functional  loss  suffered  by  these  individuals  is  tre- 
mendous, as  macular  degeneration  primarily  affects  one's  central 
vision  making  reading,  driving,  or  recognizing  familiar  faces  dif- 
ficult if  not  impossible. 

There  is  no  proven  way  to  prevent  the  disease,  and  although 
laser  therapy  can  be  of  benefit  to  some  patients,  treatment  may  not 
restore  lost  vision  and  often  only  delays  further  vision  loss.  Ongo- 
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ing  research  efforts  have  increased  our  understanding  of  how  the 
eye  changes  with  aging,  and  additional  research  will  allow  us  to 
better  predict  which  eyes  are  at  greatest  risk  for  severe  vision  loss 
and  identify  factors  which  could  be  manipulated  in  order  to  slow 
disease  progression,  reverse  its  effects,  or  prevent  its  occurrence. 

PREPARED  STATEMENT 

The  National  Eye  Institute  has  had  a  leadership  role  in  increas- 
ing our  understanding  of  how  vision  loss  occurs  and  in  developing 
more  effective  treatments  for  major  causes  of  blindness.  Our  invest- 
ment in  eye  research  has  been  returned  many  times  over  through 
the  maintenance  of  individual  productivity,  improved  quality  of  life, 
and  a  reduction  in  disability  costs.  I  respectfully  urge  you  to  lend 
your  support  to  the  fiscal  year  1995  citizen's  budget  proposal  for 
the  National  Eye  Institute,  and  thank  you  for  the  opportunity  to 
present  this  statement. 

Senator  Harkin.  Thank  you  very  much,  Dr.  Cowan. 

[The  statement  follows:] 

Statement  of  Claude  L.  Cowan,  Jr.,  M.D. 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  Dr.  Claude  L.  Cowan,  Jr., 
Chief  of  Ophthalmology  at  the  Washington  D.C.  Veterans  Affairs  Medical  Center 
and  Professor  of  Ophthalmology  at  Georgetown  University.  As  Associate  Secretary 
for  Research  and  Regulatory  Agencies  of  the  American  Academy  of  Ophthalmology, 
I  am  here  today,  representing  some  18,000  practicing  ophthalmologists  whose  pa- 
tients have  benefited  from  the  translation  of  National  Eye  Institute  (NED  sponsored 
research  into  clinical  practice.  I  speak  today  in  support  of  the  fiscal  year  1995  Citi- 
zens' Budget  Proposal  for  the  National  Eye  Institute;  this  budget  would  provide  for 
the  long  range  vision  research  initiatives  which  the  NEI  has  established  with  input 
from  the  National  Advisory  Eye  Council,  as  well  as  other  of  the  nation's  most  out- 
standing vision  researchers  and  eye  care  spokespersons. 

The  Citizens'  Budget  request  of  $412,790,000  would  support  the  necessary  NEI- 
sponsored  clinical  trials,  and  other  research  programs  that  will  allow  vision  sci- 
entists to  further  expand  our  knowledge  on  the  causes  and  mechanisms  of  eye  dis- 
ease. In  an  era  of  increasing  sensitivity  to  the  cost  of  medical  care,  it  is  critically 
important  that  we  support  new  as  well  as  ongoing  research  initiatives  that  allow 
us  to  evaluate  the  appropriateness  of  current  treatment  methods  as  well  as  develop 
newer,  more  effective  and  efficient  therapies. 

Today,  eighty  million  Americans  suffer  from  potentially  blinding  eye  disease,  and 
more  than  ten  million  suffer  from  some  form  of  irreversible  visual  impairment. 
Blinding  eye  disorders  affect  every  segment  of  our  population,  from  the  very  young, 
to  our  rapidly  expanding  group  of  senior  citizens.  The  care  and  support  of  these  in- 
dividuals cost  the  nation  an  estimated  $22  billion  annually.  To  this  figure,  one  must 
add  the  personal  economic  hardships  caused  by  blindness,  as  well  as  the  emotional 
devastation  that  vision  loss  brings. 

Let  me  share  with  you  examples  of  some  of  our  successes,  as  well  as  those  areas 
of  continued  need,  in  our  attempt  to  discover  solutions  to  the  many  causes  of  blind- 
ing eye  disease. 

Inherited  disorders  such  as  retinitis  pigmentosa  are  often  first  manifest  in  child- 
hood. The  emotional  burden  carried  by  these  children  is  undoubtedly  enormous,  and 
it  is  often  compounded  by  the  economic  stresses  that  their  care  and  support  may 
place  upon  their  families.  NEI-supported  research  is  advancing  our  understanding 
of  inherited  retinal  disorders  through  the  identification  and  molecular  characteriza- 
tion of  retinal  degenerative  genes.  Initial  experimentation  efforts  at  gene  therapy 
are  promising  and  may  lead  to  breakthroughs  in  our  ability  to  treat  this  class  of 
disorders.  The  recent  finding  that  vitamin  A  supplementation  can  slow  the  progress 
of  retinitis  pigmentosa  further  underscores  how  research  efforts  can  be  immediately 
translated  into  improvements  in  patient  care. 

Glaucoma  is  one  of  the  leading  causes  of  blindness  in  the  United  States  and  the 
leading  cause  of  blindness  among  African-Americans.  The  direct  and  indirect  costs 
of  this  disease  to  the  federal  government  exceed  $15  billion  a  year.  During  my  ten- 
ure as  chief  of  ophthalmology  at  Howard  University  Hospital,  and  now  as  head  of 
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the  ophthalmology  section  at  the  V.A.  Medical  Center,  I  am  confronted  daily  by  the 
frustration  of  physicians  and  patients  alike,  as  scores  of  patients  continue  to  lose 
vision  in  spite  of  our  best  efforts  at  detection  and  treatment.  Blacks  are  five  times 
more  likely  to  suffer  from  glaucoma  than  are  whites,  and  may  be  more  than  eight 
times  as  likely  to  go  blind  from  the  disease.  African-Americans  also  tend  to  develop 
the  disease  earlier  in  adulthood  and  may  be  more  resistant  to  treatment. 

Although  increased  eye  pressure  appears  to  be  the  major  risk  factor  for  glaucoma, 
our  clinical  experiences  have  shown  us  that  the  relationship  between  eye  pressure 
and  glaucoma  is  far  from  completely  elucidated.  There  are  widely  varying  sus- 
ceptibilities to  the  effects  of  intraocular  pressure  and  patients  may  lose  vision  at 
pressure  levels  which  would  ordinarily  be  considered  normal.  The  National  Eye  In- 
stitute is  cvurently  conducting  clinical  trials  intended  to  provide  much  needed  infor- 
mation on  the  effectiveness  of  our  current  treatment  methods.  Additional  support 
is  needed,  however,  to  fund  research  which  helps  us  to  understand  how  the  optic 
nerve  is  damaged  in  glaucoma,  why  there  is  an  increased  susceptibility  in  African- 
Americans,  and  how  pharmacological  therapy  may  more  effectively  normalize  the 
intraocular  pressure  or  protect  the  nerve  from  the  mechanical  and/or  vascular 
stresses  associated  with  increased  pressure. 

Diabetic  retinopathy  affects  approximately  half  of  the  nations  14  million  diabetics; 
nearly  three  quarters  of  a  million  of  these  individuals  have  vision-threatening  dis- 
ease. Diabetes  increases  the  risk  of  blindness  25-fold  over  that  for  the  general  popu- 
lation, accounts  for  12  percent  of  new  cases  of  blindness  each  year,  and  is  the  lead- 
ing cause  of  blindness  in  working-age  Americans.  Yet  in  spite  of  the  high  potential 
for  vision  loss  from  diabetes,  knowledge  gained  through  NEI-supported  clinical  trials 
provides  us  with  the  knowledge  to  prevent  blindness  in  up  to  90  percent  of  those 
with  diabetic  eye  disease.  It  is  estimated  that  appropriate  appUcation  of  laser  ther- 
apy to  all  eligible  diabetic  patients  could  save  the  federal  government  $167  million 
each  year  in  disability  benefits  alone. 

Further  research  is  needed,  however,  to  better  understand  the  mechanisms  of 
blood  vessel  growth  and  the  control  of  retinal  blood  flow.  This  may  allow  us  to  more 
effectively  treat  or  prevent  not  only  diabetic  retinopathy  but  other  retinal  vascular 
disorders  such  as  sickle  cell  retinopathy  and  retinopathy  of  prematurity,  a  blinding 
condition  which  affects  low  birth-weight  premature  infants. 

Perhaps  the  fastest  growing  segment  of  our  population  is  the  elderly.  Advances 
in  the  treatment  of  cardiovascular  diseases,  stroke,  and  cancer  are  allowing  Ameri- 
cans to  live  longer,  more  productive  lives.  However,  age  related  macular  degenera- 
tion, a  retinal  disease  affecting  older  individuals,  threatens  the  quality  of  life  for 
millions  of  Americans.  It  is  estimated  that  by  1995,  1.7  million  seniors  will  suffer 
visual  disability  from  macular  degeneration.  The  fxmctional  loss  suffered  by  these 
individual  is  tremendous;  macular  degeneration  primarily  affects  one's  central  vi- 
sion, making  reading,  driving,  or  recognizing  familiar  faces  difficult,  if  not  impos- 
sible. 

There  is  no  proven  way  to  prevent  the  disease,  and  although  laser  therapy  may 
be  of  some  benefit  to  patients  with  a  particularly  devastating  form  of  the  disease, 
treatment  does  not  restore  lost  vision  and  often  only  delays  further  vision  loss.  On- 
going research  efforts  have  increased  our  understanding  of  how  the  eye  changes 
with  aging  and  what  epidemiological  factors  may  affect  the  risk  for  this  disease.  Ad- 
dition^ research  may  allow  us  to  better  predict  which  eyes  are  at  greatest  risk  for 
severe  vision  loss  and  identifying  biochemical,  metabolic,  or  immunologic  factors 
which  could  be  manipulated  in  order  to  slow  disease  progression,  reverse  its  effects, 
or  prevent  its  occurrence. 

The  National  Eye  Institute  has  had  a  leadership  role  in  increasing  our  under- 
standing of  how  vision  loss  occurs  and  in  developing  more  effective  treatments  for 
major  causes  of  blindness.  Our  investment  in  eye  research  has  been  returned  many 
times  over  through  the  maintenance  of  individual  productivity,  improved  quality  of 
life,  and  a  reduction  in  disability  costs.  I  respectfully  urge  you  to  lend  your  support 
to  the  fiscal  year  1995  Citizens'  Budget  Proposal  of  $412,790,000  for  the  National 
Eye  Institute,  and  thank  you  for  the  opportunity  to  present  this  statement. 

STATEMENT  OF  STEPHEN  J.  RYAN,  PRESffiENT,  ALLIANCE  FOR  EYE 
AND  VISION  RESEARCH 

Senator  Harkin.  Next  is  Dr.  Steve  Ryan,  president  of  the  Alli- 
ance for  Eye  and  Vision  Research;  dean  of  the  School  of  Medicine 
at  the  University  of  Southern  California  and  president  of  the 
Doheny  Eye  Institute,  and  a  long-time  friend  of  this  subcommittee 
and  me  personally.  I  appreciate  your  being  here.  Dr.  Ryan. 
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Dr.  Ryan.  Thank  you,  Mr.  Chairman.  It  is  a  distinct  pleasure  for 
me  to  provide  testimony  in  support  of  the  increased  funding  for  the 
National  Eye  Institute  and  on  behalf  of  tlie  Alliance  for  Eye  and 
Vision  Research. 

A  few  important  facts  about  the  importance  of  vision  and  its  im- 
pact in  America  might  be  of  interest.  First,  some  10  million  Ameri- 
cans are  affected  significantly  with  visual  impairment.  This  costs 
the  Nation  over  $38  billion  per  year  in  terms  of  direct  and  indirect 
costs  of  blindness.  Thanks  to  you  Mr.  Chairman  and  this  commit- 
tee, last  year  the  National  Eye  Institute  received  a  5.2-percent  in- 
crease over  the  1993  year,  and  we  really  applaud  you  and  appre- 
ciate that  investment  as  part  of  the  overall  investment  in  bio- 
medical research  in  NIH. 

As  indicated  by  Dr.  Cowan,  we  support  the  citizens'  budget  which 
is  based  on  a  5-year  plan  that  the  NEI  has  shown  leadership  over 
20  years  in  providing  organized  plans  of  the  extramural  and  intra- 
mural community.  The  highest  priority  among  competing  priorities 
within  the  National  Eye  Institute  relate  to  diabetic  retinopathy, 
age-related  macro  degeneration,  glaucoma,  and  cataract. 

Now,  just  to  pick  up  on  the  first  witness  this  morning,  Mary 
Tyler  More,  diabetic  retinopathy,  as  Dr.  Cowan  has  pointed  out, 
that  can  affect  up  to  24,000  Americans  each  year  in  terms  of  loss 
of  their  vision,  and  that  is  with  the  full  knowledge  that  thanks  to 
the  trials  of  the  National  Eye  Institute,  90  percent  of  this  is  pre- 
ventable today.  If  you  take  from  1971  through  1992,  the  NEI  in- 
vested $181  million  in  research  on  diabetic  retinopathy.  Divided  by 
20  years,  thr-t  is  about  $9  million  a  year.  And  yet  using  the  Gov- 
ernment's own  numbers,  the  savings  are  at  least  $1.2  billion  up  to 
$1.6  billion  per  year.  That  is  a  return  on  investment  of  100  to  1, 
over  100  to  1.  It  is  a  very  significant  cost  effective  argument  as  to 
the  benefit  of  biomedical  research. 

And  as  Claude  Cowan  pointed  out,  there  are  over  34  million 
Americans  who  are  over  the  age  of  65;  1.7  million  of  these  have 
macular  degeneration.  In  a  year,  up  to  100,000  can  have  a  sudden 
loss  of  vision  from  an  exudative  form  of  this  condition.  And  the 
other  1.6  million  can  have  significant  visual  loss.  We  believe  that 
because  of  the  investment  of  the  NEI  in  basic  vision  research  and 
using  the  tools  of  molecular  biology  and  gene  therapy,  that  there 
is  hope  in  the  future  if  we  can  take  advantage  of  the  investment 
that  has  been  made  to  this  point.  So  funding  for  the  NEI  recog- 
nized as  one  of  the  best  managed  of  the  NIH  institutes  is  clearly 
an  important  investment  in  our  Nation's  future. 

PREPARED  STATEMENT 

And,  Mr.  Chairman,  the  eye  and  vision  community  strongly  sup- 
ports the  Harkin-Hatfield  Health  Research  Fund.  We  believe  your 
proposal  in  life  sciences  research  is  an  integral  part  of  the  Nation's 
investment  strategy,  and  this  will  make  tremendous  contributions 
also  in  the  quality  of  life  in  this  Nation.  This  fund  v^ill  capitalize 
research  investment  in  opportunities  that  we  have  noted  earlier 
and  are  in  my  written  statement,  and  I  believe  that  through  your 
leadership  in  this  committee  there  is  great  hope  for  people  who  are 
currently  handicapped  in  opportunities  for  the  future. 

Thank  you  for  the  opportunity  to  present  this  statement. 
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Senator  Harkin.  Dr.  Ryan,  thank  you  very  much.  I  like  those  fig- 
ures. 

Again,  people  need  to  tell  the  story  of  the  cost  effectiveness  of 
what  we  are  saving  by  putting  the  money  into  the  research.  We 
have  to  get  that  out  more. 

[The  statement  follows:] 

Statement  of  Stephen  J.  Ryan,  M.D. 

Mr.  Chairman  and  fellow  Committee  Members,  it  is  a  distinct  pleasure  to  provide 
testimony  in  support  of  increased  funding  for  the  National  Eye  Institute  (NEI)  of 
the  National  Institutes  of  Health  (NIH).  My  name  is  Stephen  J.  Ryan  and  I  am 
Dean  of  the  University  of  Southern  California  School  of  Medicine  and  Chairman  of 
the  Department  of  Ophthalmology,  as  well  as  President  of  the  Doheny  Eye  Institute. 
I  also  serve  as  President  of  the  Alliance  for  Eye  and  Vision  Research  (AEVR),  found- 
ed by  the  American  Academy  of  Ophthalmology  (AAO),  the  Association  for  Research 
in  Vision  and  Ophthalmology  (ARVO),  and  the  Association  of  University  Professors 
in  Ophthalmology  (AUPO),  comprising  approximately  50,000  members,  whose  ulti- 
mate goal  is  to  strive  for  optimum  eye  care  for  the  American  people.  I  am  here  to 
advocate  the  "Citizens'  Budget  Proposal"  for  fiscal  year  1995  funding  of  the  National 
Eye  Institute. 

More  than  10  million  Americans  suffer  from  irreversible  visual  impairment  and 
about  one  million  are  blind.  Over  100  million  Americans  wear  corrective  glasses  or 
contact  lenses  to  see  clearly  in  their  day-to-day  activities.  Visual  disorders  and  dis- 
abilities impose  an  estimated  $22.3  billion  in  direct  costs  and  an  additional  $16.1 
billion  in  indirect  costs  on  our  society  each  year  for  the  care  and  services  that  must 
be  provided  to  people  who  are  visually  impaired.  In  fact,  blindness  is  the  disability 
most  feared  by  all  Americans. 

We  have  all  heard  cries  for  reductions  in  the  federal  budget.  We  in  health  care 
are  even  more  acutely  aware  of  these  concerns  since  our  nation  is  now  grappling 
with  the  very  difficult  issues  of  health  care  reform  and  cost  containment  for  health 
care.  We  have  a  vested  interest  in  ensuring  that  the  federal  dollars  we  spend  reap 
the  best  possible  benefits.  I  believe  that  medical  research,  and  eye  and  vision  re- 
search in  particular,  is  one  of  the  best  investments  we  can  make  in  this  nation. 
Medical  research  not  only  contributes  to  reducing  health  care  costs,  it  helps  to  guar- 
antee a  healthy  and  productive  work  force  for  America's  future. 

Thanks  to  the  Congress,  the  National  Institutes  of  Health  is  recognized  through- 
out the  world  as  the  leader  in  government-sponsored  medical  research.  We  are  now 
tantalizingly  close  to  achieving  many  of  our  health  research  goals  than  ever  before. 
Unfortunately,  we  are  also  closer  to  seriously  jeopardizing  the  opportunity  to  suc- 
cessfully pursue  these  critical  goals. 

Last  year,  thanks  in  large  part  to  your  leadership,  Mr.  Chairman  and  that  of  your 
colleagues — and  in  contrast  to  the  Clinton  Administration's  proposed  1.3  percent  cut 
for  fiscal  year  1994 — the  National  Eye  Institute  received  an  increase  of  5.2  percent 
over  fiscal  year  1993  levels.  Your  continuing  recognition  of  the  critical  investment 
this  nation  must  make  in  the  NIH,  including  NEI,  and  understanding  of  the  link 
between  research  and  improved  treatment  methods  is  vital  to  reaching  our  national 
goals  of  reducing  the  federal  budget  and  containing  health  care  costs. 

Moreover,  we  applaud  this  Committee  and  the  Congress  for  resisting  the  tempta- 
tion last  year  to  earmark  funds  for  specific  types  of  diseases.  We  believe  that  peer 
review  works  to  fund  the  most  promising  research  opportunities  and  the  best 
science.  The  current  breakthroughs  in  molecular  biology  and  genetics  and  the  emer- 
gence of  the  whole  biotechnology  industry  are  products  of  the  generous  support  of 
the  Congress  and  the  peer  review  support  of  basic  science  over  the  past  twenty-five 
years. 

It  was  my  privilege  to  serve  on  the  National  Advisory  Eye  Council  (NAEC),  in 
which  I  had  the  opportunity  to  witness  the  excellent  planning  and  responsible  stew- 
ardship of  public  funds  firsthand.  The  NEI  has  initiated  its  fourth  5-year  plan  in 
concert  with  the  NAEC  and  afl>er  dealing  with  competing  interests  and  suggestions 
from  the  scientific  community,  the  Council  determined  a  budget  of  $412,790,000  to 
meet  this  challenge. 

The  Alliance  for  Eye  and  Vision  Research  supports  the  NAEC-recommended  budg- 
et, referred  to  as  the  Citizens'  Budget,  for  fiscal  year  1995  funding  of  $412,790,000 
for  the  National  Eye  Institute.  This  represents  an  increase  of  $122,530,000  over  fis- 
cal year  1994  funding  levels.  The  four  areas  of  highest  priority  concern  for  increased 
funding  are:  age-related  macular  degeneration  (AMD),  glaucoma,  diabetic  eye  dis- 
ease, cataract  and  basic  neuroscience  research  that  underlies  these  four.  Underlying 
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the  attack  on  eye  disease  is  basic  neuroscience  research.  It  is  research  on  these  four 
eye  diseases  that  present  the  most  exciting  challenges  and  opportunities  in  the 
1990's,  and  which  are  highlighted  below. 

Unfortunately,  the  Clinton  Budget  Proposal  for  fiscal  year  1995  only  contains  a 
3.7  percent  increase  for  NEI  over  fiscal  year  1994  levels,  which  would  raise  NEI 
funding  levels  to  a  total  of  $300,892,000.  This  proposed  increase,  including  funds 
specified  for  AIDS  and  cancer-related  research,  would  not  permit  the  eye  and  re- 
search community  to  fully  capitalize  on  the  many  opportunities  which  exist  or  main- 
tain stability  in  ongoing  research  efforts. 

Of  the  estimated  33.9  million  Americans  who  will  be  aged  65  or  older  in  1995, 
about  1.7  million  will  have  visual  impairment  as  a  result  of  age-related  macular  de- 
generation (AMD).  Approximately  100,000  of  these  individuals  will  experience  a 
rapid,  catastrophic  loss  of  vision.  With  time,  the  remaining  1.6  million  will  also  be 
burdened  with  significant  visual  handicaps.  Although  NEI-sponsored  research  has 
demonstrated  the  effectiveness  of  laser  treatment  for  the  neovascular  or  wet  form 
of  the  disease,  there  is  no  proven  way  either  to  prevent  or  to  treat  the  vast  majority 
of  people  who  have  the  dry  form  of  the  disease.  Prevention  of  blindness  from  AMD 
could  result  in  significant  savings  to  society  and  decrease  the  large  number  of  Social 
Security  and  other  disability  payments.  While  the  cause  of  AMD  is  not  known,  it 
is  believed  that  genetic  as  well  as  systemic,  immunologic  and  environmental  factors 
may  render  the  macula  susceptible  to  degeneration.  If  the  molecular  defects  in 
macular  degeneration  can  be  identified,  then  we  can  use  this  knowledge  to  develop 
new  strategies  for  preventing  the  disease. 

As  many  as  24,000  Americans  lose  their  vision  each  year  to  diabetes.  The  Early 
Treatment  Diabetic  Retinopathy  Study  (ETDRS)  has  demonstrated  that  currently 
recommended  treatments  are  90  percent  effective  in  preventing  blindness  in  pa- 
tients with  proliferative  retinopathy.  NIH  applied  and  clinical  research  (1971-1992) 
support  on  diabetic  retinopathy  is  estimated  to  have  cost  $181  million.  The  esti- 
mated potential  one  year  savings  to  society  is  between  approximately  $1.2  and  $1.6 
billion.  While  our  researchers  are  closing  in  on  the  discovery  of  how  to  prevent  the 
blinding  complications  of  diabetes,  we  must  ensure  that  all  those  who  currently  suf- 
fer from  diabetes  have  their  eyes  regularly  checked  for  signs  of  diabetic  retinopathy 
and  that  they  are  treated  if  necessary.  The  NEI  National  Eye  Health  Education  Pro- 
gram (NEHEP)  has  specifically  designed  its  outreach  public  education  program  to 
alert  special  populations — such  as  Hispanics,  Native  and  African  Americans — to 
their  predisposition  to  the  disease  and  to  their  need  to  seek  early  detection  and 
treatment. 

The  same  is  being  done  by  NEHEP  to  alert  Afi^ican  Americans  to  the  effects  of 
glaucoma — the  second  leading  cause  of  blindness  in  the  U.S. — and  the  leading  cause 
among  African  Americans,  who  are  live  times  more  likely  than  Caucasians  to  de- 
velop the  disease.  In  fact  more  than  3  million  Americans  have  glaucoma,  but  most 
are  unaware  of  its  presence  because  of  the  insidious  nature  of  the  disease.  We  can- 
not stem  the  debilitating  and  costly  effects  of  these  diseases  if  we  do  not  get  the 
proper  treatments  to  those  who  are  most  in  need  of  them  before  they  suffer  irrevers- 
ible loss  of  vision.  In  the  meantime,  based  on  studies  of  large  families  who  suffer 
from  autosomal  dominant  juvenile  glaucoma  (ADJG),  researchers  are  quickly  closing 
in  on  the  location  of  the  gene  for  this  type  of  glaucoma.  They  recently  localized  it 
to  chromosome  1.  It  is  hoped  that  locating  the  gene  responsible  for  one  type  of  glau- 
coma may  help  to  elucidate  the  cause  and  develop  improved  treatments  for  more 
prevalent  forms  of  this  blinding  disease. 

The  annual  cost  of  cataract  lens  fixtiactions  for  the  Federal  Government  is  ap- 
proxi^nately  $5.0  billion.  If  the  rate  of  cataract  development  were  slowed  by  just  10 
years  as  a  result  of  research  discoveries,  then  approximately  50  percent  of  the  cata- 
ract extractions  would  be  avoided  and  $2.5  billion  could  be  saved  annually.  Simply 
put,  addition.-^l  funds  for  the  NEI  \TOuld  help  us  to  meet  this  achievable  goal  in  the 
next  few  years. 

Funding  for  the  NEI,  recognized  as  one  of  the  best  managed  NIH  programs,  is 
an  important  investment  linchpin  in  our  nation's  future.  In  fact,  the  National  Eye 
Institute  is  now  celebrating  twenty-five  years  of  this  nation  investing  in  eye  and  vi- 
sion research.  A  museum  quality  exhibit  entitled  "VISION"  is  currently  traveling 
across  the  U.S.  educating  Americans  about  the  important  contributions  of  eye-  and 
vision  research  to  our  quality  of  life.  The  exhibit  will  be  here  in  Washington,  D.C.'s 
Union  Station  in  April  and  I  invite  you,  your  colleagues  and  staff  to  tour  it  at  that 
time. 

There  are  a  tremendous  host  of  other  exciting  breakthroughs  in  eye  and  vision 
research  occurring  now  and  in  the  immediate  future  if  our  critical  NIH  fu;iding  con- 
tinues and  is  recognized  as  the  vital  investment  it  truly  is.  They  include:  (1)  possible 
new    methods    of   treating    retinopathy    of  prematurity    which    affects    immature 
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newborns;  (2)  better  treatments  for  people  with  AIDS  who  suffer  from 
Cytomegalovirus  (CMV)  retinitis,  a  potentially  blinding  disease  of  the  retina;  (3)  de- 
velopment of  the  first  genetic  treatment  for  gyrate  atrophy,  an  autosomal  recessive 
condition  resulting  in  chorioretinal  degeneration  leading  to  blindness;  (4)  a  possible 
therapeutic  approach  to  some  forms  of  Retinitis  Pigmentosis  (RP)  and,  perhaps,  Age- 
Related  Macular  Degeneration  (AMD);  and  (5)  new  treatments  for  sight-threatening 
inflammatory  diseases. 

Over  the  past  twenty-five  years,  NEFs  investment  has  paid  off  in  numerous  ways, 
not  the  least  of  which  is  improved  methods  of  treatment  which  result  in  increased 
and  better  retention  of  sight.  In  fiscal  year  1993,  the  NEI  provided  $234  million  to 
support  1,358  extramural  research  grants  and  contracts,  many  of  which  were  to  con- 
duct clinical  trials,  at  approximately  240  institutions  in  42  states  and  the  District 
of  Columbia.  Not  only  does  NEI  invest  economically  in  many  U.S.  communities  as 
its  grants  and  contracts  help  to  employ  scientists,  researchers,  and  their  support 
staff,  it  also  serves  as  an  investor  in  improved  health  care  treatments  and  costs. 

Mr.  Chairman,  the  eye  and  vision  research  community  is  very  pleased  with  the 
leadership  you  and  Mr.  Hatfield  have  demonstrated  in  proposing  the  Harkin/Hat- 
field  Health  Research  Fund  as  a  vital  component  of  health  care  reform.  As  you  will 
recall,  the  Secretary  of  the  Alliance  for  Eye  and  Vision  Research,  Dr.  Claude  Cowan, 
spoke  eloquently  at  your  press  conference  on  May  27,  1993  in  support  of  the  pro- 
posal. As  an  early  proponent,  we  believe  that  your  proposal  will  ensur?  that  life 
science  research,  an  integral  aspect  of  this  nation's  investment  strategy,  can  con- 
tinue to  make  tremendous  contributions  to  the  quality  of  life  that  millions  of  Ameri- 
cans experience  now  and  in  the  future.  Time  and  again,  the  American  people  have 
demonstrated  in  polls  that  they  strongly  support  medical  research  and  are  willing 
to  do  so  financially.  This  outstanding  proposal  is  an  excellent  way  in  which  to  re- 
spond to  their  desire  and  contribute  to  cost  savings  in  the  long  term  as  we  find  new 
and  better  treatments  that  decrease  hospital  stays,  etc.  The  Health  Research  Fund 
provides  tremendous  opportunities  to  capitalize  on  the  research  advances  I  noted 
earlier  in  my  testimony  and  gives  milhons  of  Americans  with  vision  disability  hope. 

In  short,  Mr.  Chairman  and  Members  of  the  Subcommittee,  there  are  far  more 
research  opportunities  to  be  exploited  than  there  is  funding  available  to  pursue 
them.  Moreover,  we  should  not  set  a  precedent  in  this  country  in  which  promising 
basic  and  clinical  medical  research  opportunities  are  not  pursued  because  dollars 
are  targeted  to  studying  specific  diseases  at  the  expense  of  others. 

It  is  precisely  the  research  communit/s  freedom  to  pursue  the  most  promising  re- 
search areas  that  has  brought  us  the  many  dramatic  success  stories  that  affect  each 
and  every  one  of  us  and  our  loved  ones.  Twenty-five  years  of  exciting  discoveries 
in  eye  and  vision  research  have  made  it  possible  to  better  ensure  quality  of  life  for 
our  nation's  elderly  who  disproportionately  suffer  from  a  variety  of  eye  diseases.  The 
quality  of  life  for  our  nation's  elderly  is  highly  dependent  on  their  ability  to  exercise 
independence,  which  can  only  be  achieved  if  we  can  increasingly  find  means  to  pre- 
serve their  sight. 

In  summary,  Mr.  Chairman,  I  urge  you  and  your  colleagues  to  support  funding 
for  the  National  Eye  Institute  in  the  amount  of  $412,790,000,  an  increase  of 
$122,530,000  over  fiscal  year  1994  funding  levels,  in  order  that  it  may  continue  to 
serve  the  American  people  by  preserving,  protecting  and  enhancing  their  eye  sight, 
particvdarly  in  the  highest  priority  areas  of  age-related  macular  degeneration 
(AMD),  glaucoma,  diabetic  eye  disease,  cataract  and  basic  neuroscience  research 
that  underlies  these  four. 

Thank  you  for  your  consideration. 

STATEMENT  OF  MARY  ANN  WILSON,  ALUANCE  OF  GENETIC  SUPPORT 
GROUPS 

Senator  Harkin.  Next  is  Mary  Ann  Wilson,  the  Alliance  of  Ge- 
netic Support  Groups. 

Ms.  Wilson.  Thank  you,  Mr.  Chairman.  I  am  the  consumer  staff 
representative  of  the  Alliance  of  Genetic  Support  Groups,  but  I  am 
also  the  mother  of  a  23-year-old  son  with  neurofibromatosis.  And 
you  heard  Peter  Bellermann  describe  in  more  detail  about  what 
neurofibromatosis  is.  It  causes  tumors  to  grow  on  the  nerves  any- 
where in  the  body  at  any  time.  I  have  been  working  with  families 
that  have  neurofibromatosis  and  genetic  disorders  since  the  sup- 
port group  era  began  in  the  1970's. 
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The  Alliance  of  Genetic  Support  Groups  was  established  in  the 
1980's  as  it  became  quite  apparent  that  a  coalition  was  needed  for 
the  many  support  organizations  representing  more  than  the  5,000 
identified  genetic  conditions  and  the  12  million  Americans  who 
have  them.  From  the  outset,  the  alliance  has  been  a  bridge  be- 
tween the  consumers  and  the  service  providers,  forging  strong  links 
with  voluntary  governmental  and  professional  organizations  on 
local,  State,  regional,  and  national  levels.  We  promote  the  sharing 
and  prompt  dissemination  of  new  information  strategies  and  tech- 
nologies related  to  genetic  services. 

We  are  here  today  to  ask  for  full  and  stable  funding  for  the 
Human  Genome  Project  to  provide  the  research  tools  for  continuing 
genetic  breakthroughs.  We  are  here  to  ask  for  full  and  stable  fund- 
ing for  the  National  Institutes  of  Health  to  convert  those  findings 
into  treatments.  And  we  are  here  to  ask  for  full  and  stable  funding 
for  the  Department  of  Health  and  Human  Services,  the  Maternal 
and  Child  Health  Bureau  of  the  Health  Resources  and  Services  Ad- 
ministration. They  provide  and  supply  the  appropriate  services  for 
those  individuals  and  families  affected  by  genetic  disorders. 

We  believe  that  it  is  imperative  that  genetic  services  be  an  inte- 
gral part  of  the  basic  health  services  to  all  Americans.  As  we  are 
entering  the  21st  century,  the  policy  direction  for  funding  treat- 
ment and  research  needs  to  make  a  giant  leap  from  the  emphasis 
on  critical  emergency  care  to  prevention.  I  am  not  talking  about  the 
simple  lifestyle,  exercising,  or  staying  out  of  the  way  of  bullets.  I 
am  talking  about  finding  the  genes  that  cause  3  per  100  live  births 
to  have  a  major  malformation,  1  in  100  to  have  a  single  gene  dis- 
order, and  1  in  200  to  have  a  major  chromosomal  abnormality. 

Congenital  malformations,  many  of  which  are  genetic  in  nature, 
rank  first  as  a  cause  in  infant  immortality.  Of  1,000  live  births 
that  reach  age  25,  more  than  53  are  expected  to  develop  diseases 
with  an  important  genetic  component,  and  Mr.  Collins  has  stated 
that  he  believes  when  the  human  genome  mapping  is  done  they  are 
going  to  find  out  that  there  is  not  much  left  that  does  not  have  a 
genetic  component.  Just  everything  is  going  to  have  it. 

So  we  believe  that  every  human  being  in  that  case  will  be  in 
jeopardy  of  the  genetic  discrimination  which  our  constituency  now 
endures:  The  inappropriate  treatment,  the  denied  employment,  the 
canceled  health  insurance,  and  the  financial  ruin  that  you  have  al- 
ready heard  about  from  Roberta  Meyer  of  Huntington's.  But  by  lis- 
tening to  families  today  on  how  genetic  disorders  have  affected 
their  day-to-day  lives  we  are  getting  a  glimpse  of  the  future.  We 
all  are  going  to  need  genetic  services.  We  all  will  be  affected  by  the 
new  information  fiowing  from  the  research  community,  and  the 
glamor  and  the  intrigue  of  science  will  have  dimmed  because  we 
all  will  be  screaming  for  immediate  conversion  of  those  genetic 
findings  into  treatments. 

We  recommend  training  in  genetics  for  all  health  professionals, 
including  physicians  both  primary  care  and  specialists.  We  rec- 
ommend a  coordinated  public  education  campaign  on  genetics,  and 
I  must  add  if  you  read  the  Washington  Post  today,  Christine  Rus- 
sell's article  about  the  lack  of  information  that  the  American  people 
have  not  only  just  in  genetics  but  health  in  general,  but  yet  that 
is  the  No.  1  issue.  That  is  what  they  are  most  interested  in.  So  I 
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would  ask,  if  I  could  be  so  bold,  that  you  could  put  her  article  in 
the  record.  It  is  superb.  It  is  quite  significant. 

Senator  Harkin.  It  is  so  ordered. 

[The  information  follows:] 

[From  the  Washington  Post  Mar.  1,  1994] 

How  Much  Do  People  Know  About  Health? 

NOT  enough,  say  CONCERNED  SCIENTISTS,  TO  UNDERSTAND  RESEARCH  OR  PUBLIC 

POLICY 

(By  Cristine  Russell) 

What  is  DNA?  Is  it  the  Drug  and  Narcotics  Association,  a  stock  market  index,  a 
toxic  chemical,  a  medicine  for  AIDS  patients  or  something  to  do  with  crime? 

These  were  among  the  incorrect  answers  in  a  survey  of  Americans'  understanding 
of  biomedical  science.  The  poll  was  conducted  for  the  National  Institutes  of  Health 
(NIH),  the  leading  federal  agency  supporting  biomedical  research.  Only  one  out  of 
five  people  was  able  to  define  DNA  accurately,  using  their  own  terms  such  as  "the 
builmng  blocks  of  life,"  "a  set  of  genetic  instructions  for  an  individual"  or  "the  blue- 
print for  our  genes." 

Overall,  the  study  found  that  only  about  20  percent  of  Americans  have  enough 
knowledge  about  scientific  terms  and  procedures  to  understand  research  that  may 
be  crucial  to  their  own  health  and  the  public  debate  about  controversies  in  medicine, 
according  to  Jon  D.  Miller,  director  of  the  International  Center  for  the  Advancement 
of  Scientific  Literacy  at  the  Chicago  Academy  of  Sciences. 

"The  public  is  not  adequately  informed  *  *  *  Only  one  in  five  knows  how  science 
works  and  can  Usten  to  a  public  policy  debate  and  make  sense  of  it.  At  least  four 
out  of  five  lack  the  basic  vocabulary  and  understanding  of  processes  by  which  sci- 
entific research  is  conducted,"  said  Miller. 

Miller  and  colleagues  presented  the  first  results  of  the  extensive  survey,  con- 
ducted in  1993,  at  the  annual  meeting  here  last  week  of  the  American  Association 
for  the  Advancement  of  Science  (AAAS).  The  study  involved  telephone  interviews 
with  a  random  sample  of  3,111  people  around  the  country,  including  1,000  African 
Americans  and  1,000  Hispanic  Americans. 

The  study  expands  on  surveys  Miller,  a  political  scientist,  has  been  conducting  for 
the  government's  National  Science  Foundation  since  1979.  Those  earlier  efforts  nave 
documented  that  the  public  is  poorly  informed  about  science  in  general,  with  not 
more  than  7  percent  qualifying  as  "scientifically  literate"  by  relatively  lenient  stand- 
ards. The  new  effort  found  that  the  public  was  slightly  better  informed  about  medi- 
cine than  about  the  physical  sciences  but  was  still  largely  unaware  of  key  bio- 
medical terms  and  the  process  by  which  clinical  research  is  conducted. 

The  study  found  a  wide  gap  between  the  public's  interest  in  health  and  medicine 
and  the  ability  to  understand  it.  "Information  about  health  was  the  number  one 
issue  in  the  public's  interest,  but  fewer  Americans  felt  very  informed  about  it,"  said 
David  Chananie,  an  administrator  in  the  office  of  the  NIH  director. 

He  said  the  survey  found  that  63  percent  of  Americans  said  they  were  "very  inter- 
ested" in  information  about  health,  but  only  30  percent  felt  they  were  "very  in- 
formed." Sixty  percent  felt  they  were  "moderately  well  informed,"  while  10  percent 
said  they  were  'poorly  informed." 

Interest  in  health  and  medical  discoveries  outranked  interest  in  economic  and 
business  conditions,  environmental  pollution,  local  school  issues,  new  scientific  dis- 
coveries and  new  inventions  and  technology,  according  to  the  study. 

Most  of  the  respondents'  information  comes  from  the  news  media  rather  than 
medical  professionals.  About  one  third  of  those  surveyed  identified  their  most  com- 
mon source  of  information  about  health  and  medicine  as  television,  while  another 
third  said  their  primary  source  was  the  print  media,  including  newspapers  and 
magazines.  Chananie  said  only  15  percent  named  doctors  as  their  most  fi-equent 
source  of  medical  information. 

Yet  doctors  were  cited  by  76  percent  of  the  respondents  as  the  most  trusted  source 
of  medical  information  about  heart  disease,  for  example. 

To  measure  understanding  of  basic  biological  terms,  the  NIH  survey  asked  a  se- 
ries of  questions  about  two  words:  bacteria  and  DNA.  Answering  all  questions  cor- 
rectly provided  a  score  of  four  points,  yet  the  national  average  was  slightly  less  than 
two.  Those  with  a  ninth-grade  education  or  less  scored  only  .93,  wMle  those  with 
a  graduate  degree  averaged  a  score  of  2.76.  Younger  Americans  scored  higher  than 
older  Americans,  and  men  had  a  sUght  edge  in  score  above  women.  The  gender  dif- 
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ference  disappeared  when  education  was  taken  into  account,  said  Linda  K.  Pifer,  as- 
sociate director  of  the  Chicago  hteracy  center. 

African  Americans  and  Hispanic  Americans  scored  lower  than  white  Americans, 
but  the  researchers  said  the  differences  were  largely  due  to  higher  levels  of  edu- 
cation among  whites  and  inequality  in  education  among  minorities. 

Despite  widespread  attention  to  advances  in  microbiology  during  the  past  three 
decades,  only  10  percent  of  Americans  could  correctly  provide  a  mimmal  explanation 
that  bacteria  are  small  germs  or  microorganisms. 

Some  of  the  unsatisfactory  or  overly  vague  explanations  described  bacteria  as 
"strange  green  things  that  grow  in  wet  dark  places  in  your  house,"  "things  that 
grow  in  the  refrigerator,"  "pollen  in  the  air  or  germs  that  cause  muscle  defects  or 
birth  defects,"  said  Pifer.  When  asked  a  true  or  false  question,  80  percent  correctly 
said  that  not  all  bacteria  are  harmful. 

In  regard  to  DNA,  "only  about  20  percent  of  people  have  a  level  of  understanding 
of  DNA  sophisticated  enough  to  read  a  news  story  and  understand  what  it's  about, ' 
said  Miller.  Another  20  percent  say  DNA  is  a  part  of  the  body  but  may  or  may  not 
know  it  has  to  do  with  heredity. 

The  NIH  survey  also  examined  public  understanding  of  the  process  of  scientific 
inquiry  and  found  that  the  public  was  even  less  informed.  Only  one  in  six  showed 
"evidence  of  substantive  understanding"  of  how  medical  research  is  done,  v/ith  2 
percent  correctly  identifying  science  as  the  development  and  testing  of  theory  and 
13  percent  demonstrating  partial  understanding  of  science  as  experimental  study. 
Another  25  percent  understood  that  science  was  based  on  careful  and  rigorous  com- 
parison. But  60  percent  had  "no  real  understanding  of  what  biomedical  science  is 
about,"  said  Miller. 

Among  those  with  little  understanding  of  experimental  science,  the  researchers 
found  both  overly  confident  views  that  science  can  cure  every  disease  and  solve  any 
experimental  problem  and  fears  that  medical  experimentation  is  dangerous. 

Understanding  whether  a  study  is  scientifically  conducted  is  important  to  under- 
standing disputes  about  contradictory  studies  in  medicine  and  health,  noted  Miller, 
from  fluoridation  of  water  to  possible  cancer  cures,  AIDS  studies  or,  most  recently, 
the  debate  over  milk  from  cows  that  have  been  given  genetically  engineered  growth 
hormone.  'Tou  need  to  be  well  enough  informed  to  sort  out  competing  claims,"  said 
Miller. 

Many  scientific  organizations,  concerned  about  the  low  level  of  understanding  of 
science  and  medicine,  have  launched  initiatives  to  improve  public  understanding. 
The  AAAS's  efforts  have  included  Project  2061,  a  science  education  reform  project, 
and  a  project  to  recruit  African  American  ministers  to  support  health  and  science 
education  programs  for  youth. 

Groups  such  as  Research!America,  an  organization  devoted  to  boosting  biomedical 
research,  as  well  as  the  NIH,  hope  that  improved  scientific  literacy  will  increase 
public  support  for  research  and  more  Americans,  including  minority  Americans  and 
women,  going  into  science  and  medicine. 

Miller  said  that  better  public  understanding  of  science  won't  necessarily  "win  pub- 
lic adulation,"  but  it  would  "lead  to  a  more  spirited  debate.  Hopefully,  the  quality 
of  the  debate  will  improve." 

PREPARED  STATEMENT 

Ms.  Wilson.  We  are  also  recommending  that  there  be  an  in- 
crease in  stable  funding  for  the  new  technologies  for  genetic  re- 
search for  increased  and  stable  funding  for  the  development  of  gene 
therapies  and  increased  and  stable  funding  for  genetic  services. 

Thank  you,  Mr.  Chairman. 

Senator  Harkin.  Thank  you  very  much.  I  see  no  reason  why  we 
cannot  include  that  in  the  hearing  record,  and  we  will.  I  have  not 
read  it  myself,  but  it  will  be  included. 

Ms.  Wilson.  Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Mary  Ann  Wilson 

I  am  the  Consumer  Staff  Representative  of  the  Alliance  of  Genetic  Support 
Groups.  I  am  also  the  mother  of  a  23  year  old  son  with  neurofibromatosis  (NF ),  a 
genetic  disorder  that  causes  tumors  to  grow  on  nerves  anywhere  in  the  body  at  any 
time. 
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I  have  been  working  with  families  who  have  NF  and  other  genetic  disorders  since 
the  support  group  era  began  in  the  1970's.  The  Alliance  of  Genetic  Support  Groups 
was  established  in  the  1980's  as  it  became  apparent  that  a  coalition  was  needed  for 
the  many  support  organizations  representing  more  than  5,000  identified  genetic  con- 
ditions and  the  12  nullion  Americans  who  have  them.  From  the  outset,  the  Alliance 
has  been  a  bridge  between  consumers  and  service  providers  forging  strong  links 
with  voluntary,  governmental  and  professional  organizations  on  the  local,  state,  re- 
gional and  national  levels  to  promote  the  sharing  and  prompt  dissemination  of  new 
information,  strategies  and  technologies  related  to  genetic  services. 

We  are  before  you  today  to  ask  for  full  and  stable  funding  for  the  Human  Genome 
Project  to  provide  the  research  tools  for  continuing  genetic  breakthroughs;  for  full 
and  stable  funding  for  the  National  Institutes  of  Health  to  convert  those  findings 
into  treatments;  and  for  full  and  stable  funding  for  the  Department  of  Health  and 
Human  Services,  Maternal  and  Child  Health  Bureau  of  the  Health  Resovu-ces  and 
Services  Administration  to  supply  appropriate  services  for  those  individuals  and 
families  affected  by  genetic  disorders. 

Broad  media  coverage  of  genetic  breakthroughs  and  listings  in  numerous  direc- 
tories have  contributed  to  the  Alliance's  widespread  name  recognition  and  easy  ac- 
cessibility through  our  toll-free  telephone  number.  Again  and  again,  we  hear  reports 
from  families  who  have  gone  from  doctor  to  doctor  seeking  diagnosis  of  their  S3rmp- 
toms.  Many  doctors  do  not  recognize  genetic  disorders  when  they  see  them,  thus  not 
treating  them  or  making  the  appropriate  referrals.  Even  when  a  diagnosis  is  made, 
families  seek  additional  information  about  the  condition,  other  families  going 
through  what  they  are  experiencing,  and  resources. 

Consequently,  we  are  realizing  how  imperative  it  is  that  genetic  services  be  an 
integral  part  of  the  basic  health  services  for  all  Americans. 

Many  times  the  sjrtnptoms  of  a  genetic  disorder  and  various  medical  problems 
begin  at  birth  which  lead  to  a  lifetime  of  anguish,  necessitating  treatment  from 
many  medical  disciplines  and  requiring  various  resources,  including  financial.  The 
costs  can  be  staggering.  For  example,  the  life  expectancy  of  an  individual  with 
Cystic  Fibrosis  is  29  years  with  an  estimated  average  cost  of  care  per  year  of 
$25,000.  For  the  patient  with  Huntington's  Disease,  15  years  of  just  nursing  home 
costs  alone  are  between  $25,000  to  $35,000  per  year.  This  is  considered  the  usual. 

We  are  entering  the  21st  century,  and  the  policy  direction  for  funding  treatment 
and  research  needs  to  make  a  giant  leap  from  emphasis  on  critical  emergency  care 
to  prevention.  I  am  not  talking  about  simple  life  style,  exercising,  and  staying  out 
of  the  way  of  bullets — I  am  talking  about  finding  the  genes  that  cause  three  per 
hundred  live  births  to  have  a  major  malformation,  one  in  a  hundred  to  have  a  sin- 
gle-gene disorder  and  one  in  two  hundred  to  have  a  major  chromosomal  abnormal- 
ity. Congenital  malformations,  many  of  which  are  genetic  in  nature,  rank  first  as 
a  cause  of  infant  mortality  in  the  United  States.  Thirty  to  50  percent  of  hospitalized 
children  are  treated  for  genetic  disorders  and  at  least  two  thirds  of  deaths  in  pedi- 
atric hospitals  have  a  genetic  component.  The  role  of  genetics  in  adult  diseases  has 
also  gained  increasing  recognition.  Of  1,000  live  births  that  reach  age  25,  more  than 
53  are  expected  to  develop  diseases  with  an  important  genetic  component.  These 
data  provide  compelling  reasons  to  develop  and  expand  genetic  research  to  include 
new  technologies  and  treatments  such  as  gene  therapies  and  to  expand  genetic  serv- 
ices. 

As  plans  are  being  made  for  a  major  overhaul  of  the  health  care  system  in  the 
United  States,  we  urge  the  entire  Congress  to  include  in  the  basic  health  care  pack- 
age: Universal  access  and  coverage  for  quality  medical  care  for  all  Americans;  inclu- 
sion of  pre-existing  conditions;  choice  of  doctors  without  penalty;  uniformity  of  qual- 
ity standards;  comprehensive  and  uniform  definition  of  "medical  necessity;"  inclu- 
sion of  consumers  in  formulation  and  administration  of  state  and  national  health 
care  plans;  coverage  for  unique  therapeutic  treatments  and  durable  medical  equip- 
ment; and  appropriate  longterm  care  and  rehabilitation. 

There  is  something  we  do  want  to  emphasize.  Once  the  human  genome  mapping 
is  completed,  which  Dr.  Francis  Collins  expects  in  the  first  decade  of  the  21st  cen- 
tury, every  human  being  will  be  in  jeopardy  of  genetic  discrimination  which  our  con- 
stituency now  endures — inappropriate  treatment,  denied  emplo5Tnent,  canceled 
health  insurance,  and  financial  ruin.  By  listening  to  families  today  and  how  genetic 
disorders  have  affected  their  day-to-day  lives,  we  are  given  a  glimpse  of  the  future. 
We  all  are  going  to  need  genetic  services.  We  all  will  be  affected  by  the  new  infor- 
mation flowing  from  the  research  community.  The  glamour  and  intrigue  of  science 
will  have  dimmed  and  we  all  will  be  screaming  for  immediate  conversion  of  new  ge- 
netic findings  into  treatments. 
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Your  Committee  and  the  entire  Congress  can  move  all  citizens  of  our  country  into 
the  21st  century  with  confidence  and  a  hope  for  a  brighter  tomorrow  by  providing 
full  and  stable  mnding  for  genetic  research  and  genetic  services  today. 

We  recommend  training  in  genetics  for  all  health  professionals,  including  physi- 
cians, both  primary  care  and  specialist;  inclusion  of  preexisting  conditions  in  the 
basic  health  care  package;  a  coordinated  public  education  campaign  on  genetics;  full 
and  stable  funding  for  development  of  new  technologies  in  genetic  research;  in- 
creased and  stable  funding  for  development  of  gene  therapies;  and  increased  and 
stable  funding  for  genetic  services. 

Thank  you,  Mr.  Chairman. 

STATEMENT  OF  J.  ALFRED  RIDER,  PRESIDENT  OF  THE  CHILDREN'S 
BRAIN  DISEASES  FOUNDATION 

ACCOMPANIED   BY  MICHAEL  JOYCE,   TRUSTEE,   CHILDREN'S  BRAIN 
DISEASES  FOUNDATION 

Senator  Harkin.  Next  we  have  Children's  Brain  Diseases  Foun- 
dation and  Dr.  Rider. 

Dr.  Rider.  I  am  Dr.  J.  Alfred  Rider,  president  of  the  Children's 
Brain  Diseases  Foundation,  and  with  me  is  Michael  Joyce,  the 
trustee  of  the  foundation  and  the  father  of  twins  with  Batten  dis- 
ease. It  is  a  pleasure  to  again  submit  oral  and  written  testimony 
before  your  committee  for  the  17th  year  starting  in  1978.  We  are 
speaking  on  behalf  of  our  foundation,  the  Batten  Disease  Support 
Association  and  the  thousands  of  children  and  their  families  that 
are  affected  with  Batten  disease. 

Specifically,  I  would  like  to  address  the  need  for  continued  fund- 
ing at  the  previous  level  plus  a  modest  increase  for  Batten  disease 
research.  Batten  disease  is  a  neurological  disorder  affecting  the 
brains  of  infants,  children,  and  young  adults.  It  occurs  once  in 
every  12,500  births.  There  are  approximately  440,000  carriers  of 
this  disorder  in  the  United  States.  It  is  the  most  common 
neurogenetic  sLorage  disease  in  children. 

Although  there  are  several  types  of  Batten's  disease,  the  usual 
case  is  characterized  by  motor  and  intellectual  deterioration,  visual 
loss,  behavioral  changes,  the  onset  of  progressively  severe  seizures, 
and  terminates  in  death  in  a  vegetative  state.  This  irreversibly  se- 
vere illness  constitutes  an  enormous  nursing  and  financial  burden 
of  $50,000  per  year  or  more  to  families  with  afflicted  children  who 
may  live  from  10  to  43  years. 

Batten's  disease  is  now  recognized  worldwide.  The  genetic  defect 
in  the  infantile  form  has  been  localized  to  an  area  on  chromosome 
1  and  the  juvenile  form  on  chromosome  16.  But  continued  money 
is  needed  to  successfully  complete  the  research  to  determine  the 
exact  genetic  locus  of  the  four  types  of  disease  and  the  attendant 
enzyme  defects. 

A  major  impetus  was  provided  by  the  final  adoption  of  the  1992- 
94  budgets.  For  the  first  time,  in  1992  a  specific  dollar  amount  of 
$2  million  was  provided  for  Batten's  disease  research.  In  1994  the 
committee  included  sufiicient  funds  for  NINDS  to  expand  its  re- 
search in  this  area  over  the  previous  year's  level  to  continue  exist- 
ing grants  and  to  provide  opportunities  for  new  research  grants.  In 
1.993,  $2.9  million  was  spent  for  continuation  and  new  grants. 

We  recommend  the  wording,  based  on  similar  recommendations 
in  past  years,  be  used  in  this  year's  appropriation  bill,  namely: 

The  committee  continues  to  be  concerned  with  the  pace  of  research  in  Batten's 
disease.  The  committee  believes  that  the  Institute  should  actively  solicit  and  encour- 
age quality  grant  applications  for  Batten's  disease  research  and  that  it  continue  to 
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take  the  steps  necessary  to  assure  that  a  vigorous  research  program  is  sustained 
and  expanded.  The  committee  has  provided  for  and  mandated  that  at  least  $3.2  mil- 
hon  within  the  funds  available  be  spent  on  Batten's  disease  research.  This  will  allow 
for  $2.9  million  for  continuation  and  renewal  grants  which  are  already  mandated 
and  $200,000  for  new  grants,  which  is  the  bare  minimum  to  keep  the  program  ac- 
tive. 

PREPARED  STATEMENT 

Finally,  we  are  extremely  grateful  for  your  support  and  dedica- 
tion in  the  treatment  and  prevention  of  neurogenetic  diseases.  You 
have  recognized  the  wisdom  of  stopping  the  untold  misery  and  fi- 
nancial drain  on  our  national  economy  and  resources.  I  have  Mi- 
chael Joyce  who  is  the  father  of  twins  with  me  and  I  would  like 
to  turn  the  microphone  over  to  him. 

[The  statement  follows:] 

Statement  of  J.  Alfred  RroER,  M.D. 

I  am  Doctor  J.  Alfred  Rider,  President  of  the  Board  of  Trustees  of  the  Children's 
Brain  Diseases  Foundation.  I  also  have  with  me  Mr.  Michael  Joyce,  a  member  of 
oiu"  Board  of  Trustees,  and  the  father  of  a  set  of  twins  with  Batten  disease. 

It  is  a  pleasure  to  again  submit  oral  and  written  testimony  before  your  Committee 
for  the  17th  year  starting  in  1978.  I  am  speaking  on  behalf  of  our  Foundation,  the 
Batten  Disease  Support  and  Research  Association  and  the  thousands  of  children  and 
their  families  who  are  affected  with  Batten  disease. 

Specifically,  I  would  like  to  address  the  need  for  continued  funding  at  the  previous 
level  plus  a  modest  increase  for  Batten  disease  research.  Batten  disease  is  a  neuro- 
logical disorder  affecting  the  brains  of  infants,  children  and  young  adults.  It  occurs 
once  in  every  12,500  births.  There  are  approximately  440,000  carriers  of  this  dis- 
order in  the  United  States.  It  is  the  most  common  neuro-genetic  storage  disease  in 
children.  Although  there  are  several  t5T)es  of  Batten  disease,  the  usual  case  is  char- 
acterized by  motor  and  intellectual  deterioration,  visual  loss,  behavioral  changes, 
the  onset  of  progressively  severe  seizures  and  terminates  in  death  in  a  vegetative 
state.  This  irreversibly  severe  illness  constitutes  an  enormous  nursing  and  financial 
burden  to  families  with  afflicted  children.  Patients  may  Uve,  if  that  is  the  proper 
term  in  this  deteriorating  state,  from  10  to  43  years.  The  changes  which  occur  in 
the  brain  in  these  children  are  quite  similar  to  many  of  the  changes  which  occur 
in  the  aging  person.  Thus,  effective  treatment  for  Batten  disease  may  also  allow  us 
to  alter  the  aging  process  and  age-associated  senility  in  our  aging  citizens. 

Batten  disease  is  now  recognized  world  wide,  but  continued  research  money  is 
needed  to  successfully  advance  the  research  to  determine  the  exact  cause  of  this  dis- 
ease. 

There  have  been  several  encouraging  research  results  obtained  in  the  last  several 
years.  For  example,  the  defective  gene  in  the  juvenile  form  has  been  placed  on  the 
short  arm  of  chromosome  16  and  the  gene  of  the  infantile  form  has  been  placed  on 
chromosome  1.  The  exact  locus  is  yet  to  be  determined  although  we  are  getting  clos- 
er and  closer.  The  defective  genes  for  the  late  infantile  and  adult  forms  have  not 
yet  been  located,  but  progress  is  being  made.  However,  this  is  a  very  labor  intensive 
and  very  expensive  task. 

The  process  of  gene  localization  is  facilitated  by  families  organized  to  supply  blood 
and  tissues  as  sources  of  DNA  for  these  studies.  A  tissue  bank  has  been  established 
at  Indiana  University  with  over  273  cell  lines  available  to  all  investigators.  The 
process  of  systematically  surveying  a  region  of  the  chromosome  containing  millions 
of  base  pairs  of  DNA  in  which  there  may  be  hundreds  of  genes  is  underway.  These 
studies  may  provide  a  new  means  of  pre-natal  and  pre-clinical  diagnosis.  Carrier  de- 
tection will  be  possible  when  the  disease  gene  and  product  have  been  identified. 
Many  other  research  studies  are  under  way.  For  example,  additional  studies  are 
progressing  to  isolate  and  identify  the  enzymatic  defect  in  each  of  the  four  types  of 
Batten  disease. 

The  Children's  Brain  Diseases  Foundation  has  had  a  direct  role  in  stimulating  in- 
terest in  Batten  disease  world  wide  by  granting  seed  money.  The  Foundation  has 
sponsored  four  world  wide  symposiums,  which  included  the  International  Sjonpo- 
sium  on  Batten  disease  which  was  held  in  Hamburg,  Germany  in  June  1992  and 
the  latest  to  be  held  in  Newark,  New  Jersey  in  May  1994.  There  are  now  over  sixty 
investigators  world  wide.  Their  work  must  continue  to  be  encouraged  and  supported. 
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A  major  impetus  to  these  advances  occurred  as  the  direct  result  of  your  Committee's 
perseverance  and  interest  which  began  to  achieve  fruition  in  1991. 

We  were  very  encouraged  and  happy  with  your  committee's  previous  recommenda- 
tions and  the  major  impetus  provided  by  the  final  adoption  of  the  1992,  1993,  and 
1994  budgets.  For  example,  for  the  first  time,  in  the  1992  budget  a  specific  dollar 
amount  was  stated  quote:  "The  Committee  has  provided  up  to  $2  million  within  the 
funds  available  for  Batten's  disease  research."  In  1994,  the  budget  stated:  "Batten's 
disease  is  the  most  common  neurological  genetic  disease  in  children.  The  disease  en- 
tails progressive,  irreversible  intellectual  deterioration,  visual  loss,  seizures,  and  in 
all  cases,  death.  The  Committee  has  included  sufficient  funds  for  NINDS  to  expand 
its  research  in  this  area  over  the  previous  year's  level,  to  continue  existing  grants 
and  to  provide  opportunities  for  new  research  grants." 

In  1993,  $2,689,962  was  spent  for  continuation  grants  and  $226,854  for  1  new 
grant  and  $75,951  was  spent  in  the  NIH  intramural  program.  This  year,  the  origi- 
nal 6  grants  ($952,484  funded  in  1992)  are  coming  up  for  renewal  and  must  be  re- 
funded. These  along  with  the  continuation  grants  makes  a  commitment  of 
$2,992,767. 

We  are  hopeful  that  funding  will  continue  at  the  same  level  but  with  a  modest 
increase  of  a  little  more  than  6  percent  or  $207,233  for  1995.  This  would  provide 
for  one  or  two  additional  grants.  It  is  essential  to  keep  funding  a  modest  number 
of  new  grants  to  keep  the  research  program  viable. 

This  is  a  very  minimal  amount  to  keep  new  investigators  and  new  ideas  coming 
into  the  system.  We  are  cognizant  of  the  difficulty  in  getting  funds  for  research. 
However,  the  amount  requested  is  a  small  price  to  pay  to  solve  a  disease  which 
wrecks  havoc  on  the  victims  and  families  and  is  draining  our  national  financial  re- 
sources to  the  tune  of  approximately  250  million  dollars  per  year  based  on  approxi- 
mately 300  children  born  with  Batten  disease  each  year  and  others  living  with  this 
disease  at  an  average  treatment  and  maintenance  cost  of  $50,000  per  year  for  each 
year  of  life.  This  life  time,  in  a  vegetative  state,  can  last  10  to  43  years. 

SPECIFIC  RECOMMENDATIONS 

We  would  like  to  suggest  that  the  following  wording,  based  on  similar  rec- 
ommendations in  past  years,  be  used  in  this  year's  appropriation  bill:  "The  Commit- 
tee continues  to  be  concerned  with  the  pace  of  research  in  Batten's  disease.  The 
Committee  believes  that  the  Institute  should  actively  solicit  and  encourage  quality 
grant  applications  for  Batten's  disease  research  and  that  it  continue  to  take  the 
steps  necessary  to  assure  that  a  vigorous  research  program  is  sustained  and  ex- 
panded. The  Committee  has  provided  for  and  mandated  that  $3,200,000,  within  the 
funds  available  be  spent  on  Batten  disease  research.  This  will  allow  for  $2,992,767 
for  continuation  and  renewal  grants  and  $207,233  for  now  grants." 

Senator  Harkin.  Please. 

Mr.  Joyce.  Thank  you,  Mr.  Chairman.  I  was  hoping  to  bring  Ian 
and  Joe  with  me  today,  my  identical  twin  sons  that  are  9  years  old 
that  are  afflicted  with  the  late  infantile  form  of  Batten's  disease, 
but  they  are  just  too  fragile  to  take  a  distance  from  where  '.ve  live 
in  Eilicott  City,  MD,  over  to  here. 

I  would  like  to  offer  to  you  a  copy  of  the  magazine,  the  Novem- 
ber/December issue  of  Health  Magazine,  where  inside  there  is  a 
story  about  my  family.  This  is  my  oldest  son  Connor,  here,  between 
the  twins,  and  the  youngest  son  Andrew.  It  lays  out  our  lives,  what 
it  is  like  to  have  children  that  are  dying  from  a  degenerative  dis- 
ease such  as  this.  We  wanted  to  share  it  with  people  because  there 
are  an  awful  lot  of  folks  that  this  shatters  and  we  have  been  very 
fortunate  that  my  wife  and  I  have  been  able  to  do  the  best  we  can 
to  take  care  of  the  twins. 

Senator  Harkin.  I  would  like  to  read  it. 

Mr.  Joyce.  Thank  you.  I  guess  what  is  unique  about  Batten's 
disease  is  that  it  afflicts  only  children,  and  we  are  not  talking 
about  just  one  single  disease  here.  We  are  not  talking  about  one 
single  gene.  We  are  talking  about  a  minimum  of  four  and  they 
strongly  now  suspect  that  there  are  five. 
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Five  years  ago,  the  first  time  that  we  brought  Ian  and  Joe  in 
here  before  your  committee,  the  boys  walked  in  here.  Today  if  we 
were  to  bring  them  in  they  would  be  in  wheel  chairs  because  they 
are  totally  dependent  on  their  care.  There  is  nothing  we  can  do. 
This  committee  has  been  responsible  for  getting  a  lot  of  the  re- 
search jump-started  on  this  disease  and  an  awful  lot  have  been 
done.  Other  committee  members  that  have  been  here  support  the 
human  genome  project.  The  foundation  itself  has  funded  some  seed 
grants  for  some  researchers  and  gotten  people  together  to  help 
fund  the  research. 

I  just  want  to  emphasize  that  the  human  toll — the  financial  toll, 
you  know,  we  estimate  somewhere  in  the  neighborhood  of  $3  to  $4 
million  are  spent  every  year  in  health  care  costs  by  these  children 
because  of  the  degree  of  care  that  they  require,  and  I  do  not  think 
it  is  asking  too  much  to  ask  for  $3.2  million,  just  1  percent  of  what 
we  suspecting  to  take  care  of  these  kids. 

What  I  am  looking  for — I  mean.  Dr.  Rider  and  I  are  bound  in 
that  he  lost  his  son  also.  My  sons  are  at  the  end  of  their  life  span 
just  about.  But  it  is  my  other  two  boys,  Connor  and  Andrew,  that 
I  am  concerned  about.  They  do  not  know  if  they  are  going  to  pass 
this  thing  on.  We  have  no  means  of  detection,  we  have  no  means 
of  stopping  this  disease,  we  have  no  means  of  treating  this  disease. 
So  we  need  your  special  care  and  your  special  input  with  this.  And 
we  are  grateful  for  what  you  have  done  in  the  past. 

Senator  Harkin.  Thank  you.  We  did  put  report  language  in  last 
year.  There  are  estimates  that  we  have  already  gotten  from  NIH 
that  they  will  be  spending  about  $3.26  million  next  year  on  this, 
so  that  is  pretty  close  to  what  you  are  talking  about. 

Mr.  Joyce.  Just  the  concern  is  that  all  those  grants  that  it 
took — I  do  not  know  how  else  to  put  it — it  took  kind  of  a  kick  in 
the  pants  of  NINDS  to  get  them  to  put  some  of  these  grants  to- 
gether. We  heard  testimony  where  with  HD,  for  instance,  once  the 
gene  is  found  there  are  a  lot  of  researchers  that  are  willing  to  jump 
on  the  bandwagon  because  a  lot  of  the  hard  part  is  over  with.  With 
something  as  hopeless  as  this,  practically,  it  is  much  more  difficult 
so  that  when  these  grants  get  submitted  they  do  not  get  the  figures 
high  enough  to  automatic  it  into  the  pool.  That  is  why  we  need — 
we  still  desire  and  still  need  this  special  input  to  say  look,  this  is 
a  tough  one.  We  need  to  get  some  people  in  here  to  work  on  this 
and  then  we  can  get  back  into  the  general  pool. 

Senator  Harkin.  Thank  you.  Thank  you  very  much.  I  appreciate 
your  being  here. 

STATEMENT  OF  MICHELLE  MORGAN  SPADY,  ON  BEHALF  OF  THE  SUD- 
DEN INFANT  DEATH  SYNDROME  ALLIANCE 

ACCOMPANIED  BY  THOMAS  L.  MORAN,  PRESIDENT,  THE  SUDDEN  IN- 
FANT DEATH  SYNDROME  ALLIANCE 

Senator  Harkin.  Next  we  have  the  Sudden  Infant  Death  Syn- 
drome Alliance,  Ms.  Michelle  Morgan  Spady. 

Ms.  Spady.  Mr.  Chairman  and  members  of  the  subcommittee, 
thank  you  for  the  opportunity  to  appear  before  you  today.  My  name 
is  Michelle  Morgan  Spady  from  Mclean,  VA.  I  am  here  on  behalf 
of  the  Sudden  Infant  Death  Syndrome  Alliance  and  two  little  boys, 
my  son  Bradford  who  is  2  months  old  and  here  with  me  today  and 
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my  son  Armany  who  died  in  1991  at  the  age  of  9  months.  I  have 
here  a  picture  of  my  little  boy. 

It  was  on  a  Thursday  afternoon  after  shopping  in  the  Giant  food 
store  for  milk,  food,  and  diapers  for  Aim  any  that  I  made  the  call 
to  the  baby  sitters  to  inform  her  I  was  around  the  comer  on  my 
way  to  pick  him  up  for  the  day.  Her  husband  replied  you  cannot 
pick  up  Armany.  He  is  dead.  He  died  today.  Has  not  anyone  told 
you? 

A  phone  call  like  this  can  be  very  devastating.  I  had  dropped  off 
that  morning  what  I  thought  to  be  an  apparently  healthy  baby. 
Like  Armany,  7,000  apparently  healthy  babies  will  die  this  year 
from  SIDS.  Like  me  and  my  husband,  their  parents  and  their 
daughters  will  find  no  adequate  medical  explanations  for  their 
c-saths.  In  the  United  States  this  year,  9  babies  out  of  1,000  will 
die  before  their  first  birthdays.  The  major  factor  for  this  high  rate 
of  mortality  is  sudden  infant  death  S5mdrome.  It  is  shocking  that 
the  U.S.  infant  mortality  rate  is  tied  with  South  Korea  and  ranks 
21st  out  of  25  industrialized  nations. 

However,  you  have  the  opportunity  to  correct  this.  The  primary 
Federal  ?:gency  responsible  for  conducting  research  into  SIDS  is  the 
National  Institute  of  Child  Health  and  Human  Development  at  the 
National  Institutes  of  Health.  In  1988,  at  the  request  of  Congress, 
NICHD  created  the  SIDS  5-year  research  plan  to  examine  the  cur- 
rent state  of  knowledge  about  SIDS  and  to  direct  future  SIDS  re- 
search needs.  Thanks  to  the  funding  provided  by  this  committee  re- 
searchers supported  by  the  NICHD  have  been  able  to  expand  our 
knowledge  about  this  terrible  threat  to  our  babies.  In  the  final  year 
of  this  plan  we  are  at  the  brink  of  what  may  be  a  real  break- 
through. 

Studies  from  other  countries  have  shown  that  infants  who  sleep 
on  their  stomachs  are  at  significantly  increased  risk  for  SIDS. 
Other  factors  such  as  prenatal  and  second-hand  smoke  exposure 
and  overheating  also  appear  to  play  some  role  in  increasing  risks. 
In  these  countries  public  education  campaigns  on  reducing  the 
risks  have  been  followed  by  substantial  reductions  of  SIDS  deaths. 

Data  from  the  United  States  are  too  preliminary  to  conclude 
similar  reductions  will  occur  here.  However,  the  overseas  reports 
are  so  compelling  that  they  justify  a  strong  public  health  campaign 
in  this  country.  We  need  to  investigate  the  impact  of  this  lead  on 
the  United  States.  We  also  still  need  to  determine  the  underlying 
causes  of  SIDS.  Research  and  data  collection  must  continue. 

We  call  on  your  leadership  again  to  ensure  that  NICHD  can  pur- 
sue its  efforts  to  stop  babies  from  dying  of  SIDS.  A  new  5-year  re- 
search plan  is  being  developed.  For  fiscal  year  1995,  NICHD  has 
requested  $15  million  for  SIDS  research  and  an  additional  $2  mil- 
lion to  fund  a  major  public  health  campaign.  Modeled  after  success- 
ful efforts  that  have  been  conducted  overseas,  this  campaign  will 
inform  new  and  expecting  parents  to  place  their  babies  on  their 
backs  to  sleep  to  reduce  the  risk  of  SIDS. 

PREPARED  STATEMENT 

Through  the  funding  that  you  will  provide  this  year  we  have  the 
potential  to  save  babies'  lives,  both  immediately  and  in  the  future. 
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We  urgently  need  your  continued  support  to  stop  sudden  infant 
death  syndrome  from  robbing  us  of  our  future. 

Senator  Harkin.  Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Thomas  L.  Moran 

Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  the  opportunity 
to  appear  before  you  today  to  discuss  the  federal  government's  response  to  Sudden 
Infant  Death  Syndrome. 

SIDS  is  a  frightening  disease  that  knows  no  economic  or  cultural  boundaries;  it 
can  strike  an  infant  from  any  country,  culture,  or  socioeconomic  status.  In  the  typi- 
cal, but  always  horrible  SIDS  case,  an  apparently  healthy  child  is  put  to  bed  with- 
out any  indication  that  something  is  wrong.  Sometime  later,  the  infant  is  found 
dead.  The  infant's  prior  medical  history,  a  complete  postmortem  examination,  and 
a  thorough  investigation  of  the  death  scene  provide  no  explanation  for  the  cause  of 
death.  SIDS  leaves  in  its  wake  grieving  families  and  frustrated  physicians. 

Each  year  approximately  7,000  infants  die  as  a  result  of  SIDS,  one  baby  every 
hour,  every  day.  SIDS  is  the  leading  cause  of  death  for  infants  age  two  weeks  to 
one  year.  It  is  a  major  factor  contributing  to  the  high  rate  of  infant  mortality  in 
the  United  States. 

The  primary  federal  agency  responsible  for  conducting  research  into  SIDS  is  the 
National  Institute  of  Child  Health  and  Human  Development  at  the  National  Insti- 
tutes of  Health.  Although  cases  of  this  syndrome  have  been  noted  since  biblical 
times,  organized  scientific  research  into  the  cause  of  SIDS  is  recent,  dating  to  the 
mid-1970's.  In  1988,  at  the  request  of  Congress,  the  NICHD  assembled  a  group  of 
scientists  to  examine  the  current  state  of  knowledge  about  SIDS  and  articulate  fu- 
ture research  needs  into  SIDS.  The  result  of  this  effort  was  the  SIDS  Five  Year  Re- 
search Plan.  Fiscal  year  1994  is  the  fifth  year  of  this  research  plan. 

Mr.  Chairman,  thanks  to  the  funding  which  has  been  provided  by  this  Committee, 
researchers  supported  by  the  NICHO  have  been  able  to  carry  out  many  of  the  initia- 
tives articulated  in  the  Five  Year  Research  Plan.  A  common  theme  running 
throughout  the  scientific  findings  is  that  some  babies  are  bom  with  a  subtle  abnor- 
mality predisposing  them  to  sudden,  unexpected  death.  As  a  result  of  some  combina- 
tion of  deficiencies  or  wilnerabilities  the  infant  fails  to  adapt  to  life  outside  the 
womb.  The  precise  abnormality  and  mechanisms  triggering  death  are  still  not 
known.  To  prevent  SIDS,  we  must  develop  an  understanding  of  the  way  in  which 
these  inffints  are  wilnerable,  discover  markers  for  detection  and  determine  the 
mechanisms  triggering  death.  "No  effective  preventive  measures  have  been  discov- 
ered yet,  however  it  is  hoped  that  the  research  being  conducted  by  the  NICHD  v.-ill 
eventually  lead  to  the  development  of  measures  which  will  prevent  babies  from 
d3dng  of  SIDS  in  the  future. 

In  fiscal  year  1990  and  fiscal  year  1991,  the  first  two  years  of  the  Five  Year  Plan, 
NICHD  funded  a  number  of  important  research  initiatives.  NICHD  provided  funds 
for  a  repository  for  brain  and  tissue  specimens  fi*om  infants  and  children  with  var- 
ious nevirodevelopmental  disorders,  including  SIDS.  Specimens  from  this  repository 
will  be  useful  for  research  into  SIDS.  Another  study  which  focused  on  the  effective- 
ness of  apnea  monitors  in  identifying  and  describing  life  threatening  events  was  also 
initiated  in  fiscal  year  1991. 

In  fiscal  year  1992,  the  third  year  of  the  Five  Year  Plan,  NICHD  carried  out  a 
multi-disciplinary  project  on  the  maturation  of  sleep  states  in  the  infant  and  the 
maturation  of  life  sustaining  mechanisms  during  sleep.  This  research  will  help  to 
identify  infants  at  risk  of  sudden  death  and  lead  to  measures  which  could  poten- 
tially prevent  their  death.  Also  in  the  third  year  NICHD  conducted  a  study,  in  co- 
operation with  the  Indian  Health  Service  and  the  Centers  for  Disease  Control,  to 
investigate  the  causes  of  and  risk  factors  for  the  high  rate  of  SIDS  incidents  in  the 
Native  American  population  of  the  Aberdeen  area  of  the  Indian  Health  Service. 

In  fiscal  year  1993,  NICHD  carried  out  the  fourth  year  of  the  Five  Year  Plan. 
NICHD  researchers  investigated  reports  which  suggest  significantly  increased  inci- 
dence of  Sudden  Infant  Death  Syndrome  for  infants  put  to  sleep  in  the  prone  (stom- 
ach) position.  These  investigations  were  based  on  studies  performed  in  Australia, 
New  Zealand  and  the  United  Kingdom;  the  reports  from  abroad  resulted  in  a  rec- 
ommendation from  the  American  Academy  Pediatrics  to  place  infants  on  their  backs 
or  sides  to  sleep.  NICHD  supported  research  provided  further  insight  into  why  the 
prone  position  seems  to  be  associated  with  a  higher  risk  of  SIDS;  these  studies  offer 
great  promise  for  an  accelerated  understanding  of  SIDS  events.  In  addition,  re- 
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search  grants  for  a  clinical  network  involving  infant  apnea  monitors  have  provided 
promise  into  determining  the  causes  of  SIDS. 

At  a  January  1994  conference,  which  was  sponsored  by  the  National  Institute  of 
Child  Health  and  Human  Development,  over  30  scientists  from  around  the  world 
presented  data  on  the  effects  of  reducing  SIDS  risk  factors — particularly  infant  sleep 
position — on  the  SIDS  rates.  An  overwhelming  consensus  was  achieved  that  there 
is  convincing  evidence  that  side  or  back  sleeping  has  been  responsible  for  declines 
in  SIDS  rates  in  other  countries.  U.S.  data  is  too  preliminary  to  provide  similar  con- 
clusions; therefore  additional  research  is  needed  to  pursue  the  results  that  were 
achieved  abroad.  In  the  current  fiscal  year,  fiscal  year  1994,  and  the  final  year  of 
the  SIDS  Five  Year  Research  Plan,  NICHD  researchers  are  investigating  the  impact 
of  modifying  infant  sleep  position  and  other  risk  factors  on  the  rate  of  SIDS  in  the 
United  States.  Additionally,  the  NICHD  is  in  the  process  of  designing  testing  and 
data  collection  of  the  physical  and  biological  characteristics  that  may  be  common  to 
all  related  SIDS  deaths.  The  results  of  this  research  may  provide  much  needed  an- 
swers to  the  families  of  SIDS  babies,  such  as,  "Why  did  my  baby  die?" 

Mr.  Chairman,  the  Sudden  Infant  Death  Syncfrome  Alliance  is  very  grateful  to 
your  committee  for  the  funding  provided  last  year  to  support  the  fifth  year  of  the 
Five  Year  Research  Plan,  as  well  as  the  funding  provided  in  years  past.  This  year 
we  are  again  urging  your  committee's  leadership.  The  SIDS  Alliance  strongly  en- 
courages this  committee  to  take  the  initiative  that  it  displayed  five  years  ago  in 
their  efforts  to  further  understand  what  causes  SIDS  and  how  can  we  prevent  it. 
Much  more  research  needs  to  be  done.  We  have  only  begun  to  understand  the  fac- 
tors that  may  induce  a  sudden  infant  death. 

The  SIDS  Alliance  strongly  urges  this  committee  to  initiate  the  Second  SIDS  Five 
Year  Research  Plan  and  adequately  fund  the  plan  so  that  parents  across  the  land 
may  receive  the  answers  to  their  questions.  The  National  Institute  of  Child  Health 
&  Human  Development  has  requested  funding  at  a  level  of  $775,330,000,  of  which 
approximately  $15,000,000  goes  to  SIDS  research  and  an  additional  $2,000,000  to 
be  allocated  for  a  SIDS  National  Public  Health  Campaign  titled,  "National  Informa- 
tion on  Sleep  Position",  which  the  NICHD  will  support.  The  total  fiscal  year  1995 
budget  request  for  SIDS  research  is  approximately  $17,000,000.  With  this  funding, 
researchers  will  be  able  to  continue  to  study  the  effectiveness  of  apnea  monitors  and 
their  use  in  identifying  the  physiologic  parameters  that  place  an  infant  at  risk  for 
SIDS.  Other  studies  planned  for  the  first  year  of  the  Second  Five  Year  Research 
Plan  include  the  role  of  immunological  mechanisms  in  SIDS,  the  establishment  of 
a  brain  tissue  bank  and  a  survey  of  infant  sleep  practice  and  position  as  they  relate 
to  SIDS.  Furthermore,  recent  studies  linking  exposure  to  tobacco  smoke  and  kidney 
abnormalities  with  SIDS  can  be  more  thoroughly  investigated  with  these  additional 
funds. 

There  is  still  a  great  deal  more  that  needs  to  be  done  in  the  fight  against  SIDS. 
It  would  truly  be  a  tragedy  if  research  efforts  were  halted  or  delayed  at  the  point 
when  so  much  progress  can  be  made.  Research  capability  and  technology  are  avail- 
able to  conduct  additional  studies  that  will  hasten  progress  toward  the  elimination 
of  SIDS.  Now  is  the  time  for  us  to  do  something  about  SIDS  and  prevent  babies 
from  dying  of  SIDS  in  the  future. 

Thank  you  for  considering  the  concerns  of  the  Sudden  Infant  Death  Syndrome  Al- 
liance. We  would  be  happy  to  respond  to  any  questions  you  may  have. 

STATEMENT  OF  LISA  KAESER,  CHAIR,  FRIENDS  OF  THE  NICHD  COALI- 
TION 

Senator  Harkin.  Next  we  will  hear  from  the  Friends  of  the 
NICHD  Coalition,  Lisa  Kaeser. 

Ms.  Kaeser.  Thank  you.  I  am  Lisa  Kaeser.  I  work  for  the  Alan 
Guttmacher  Institute  here  in  Washington.  But  today  I  am  here  in 
my  capacity  as  chair  of  the  Friends  of  the  National  Institute  of 
Child  Health  and  Human  Development.  It  is  a  coalition  that  rep- 
resents nearly  100  organizations  representing  scientists,  health 
professionals,  and  advocates  for  the  health  and  welfare  of  children, 
women,  families,  and  people  with  disabilities. 

Since  its  inception  in  1963,  NICHD  has  compiled  an  impressive 
record  of  achievement  conducting  and  funding  research  on  the  pre- 
vention and  treatment  of  many  of  the  most  insidious  health  prob- 
lems facing  our  Nation  today,  including  many  you  have  already 
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heard  about  this  morning  such  as  infant  mortality  and  low  birth 
weight,  unintended  pregnancy,  birth  defects,  mental  retardation, 
and  other  developmental  disabilities  and  pediatric  aids. 

NICHD  is  one  of  the  broadest  missions  of  any  at  NIH.  The  Insti- 
tute's research  ranges  from  studies  of  molecular  biology  to  better 
understanding  the  motivations  driving  human  behavior  to  develop- 
ing the  means  to  restore  function  in  individuals  with  a  physical 
disability.  Along  with  the  basic  and  demographic  sciences,  multi- 
disciplinary  research  funded  by  NICHD  has  contributed  substan- 
tially to  the  knowledge  base  necessary  to  improve  the  lives  of  chil- 
dren and  adults  in  the  United  States,  including  SIDS,  impact  of 
day  care  on  child  development,  Duchenne's  muscular  dystrophy, 
microbicides  that  can  kill  viruses  such  as  HIV,  and  new  contracep- 
tive drugs  and  devices. 

Still,  the  Institute  has  not  been  able  to  investigate  many  of  the 
areas  within  its  mandate  to  its  fullest  potential.  As  a  result  the  co- 
alition supports  NICHD's  professional  judgment  budget  for  fiscal 
year  1995,  recommending  that  the  Institute  receive  an  appropria- 
tion of  $775  million.  While  we  obviously  recognize  that  this  figure 
represents  a  significant  increase,  we  are  supporting  it  because  we 
feel  that  the  biomedical  and  behavioral  problems  the  Institute 
seeks  to  address  are  critical  to  this  country's  future  and  justify  a 
new  investment  from  Congress. 

We  are  pleased  to  note  that  the  administration,  in  its  budget 
published  in  early  February,  also  seems  to  place  heavy  emphasis 
on  areas  of  research  that  are  directly  within  the  purview  of 
NICHD;  namely,  prevention-related  research.  As  discussions  of  re- 
form in  the  Nation's  health  care  system  continue,  one  area  of  sig- 
nificant agreement  is  that  of  increasing  attention  to  prevention  as 
one  of  the  few  ways  of  saving  money  and  lives  in  the  long  run. 
Needless  to  say,  Mr.  Chairman,  your  leadership  on  this  front  has 
always  been  appreciated. 

Despite  your  assistance,  however,  the  Institute  has  not  fared  as 
well  as  might  be  hoped  compared  to  the  rest  of  NIH.  Over  the  past 
decade,  NICHD's  success  rate  for  funding  grants  that  have  already 
been  approved  ranks  among  the  lowest  of  all  NIH  centers  and  In- 
stitutes. The  result  of  this  underfunding  is  simply  that  much  re- 
search cannot  be  conducted,  research  that  holds  dramatic  promise 
for  preventing  disease  and  disability,  not  to  mention  saving  mil- 
lions if  not  billions  of  Federal  dollars. 

PREPARED  STATEMENT 

So  the  friends  of  NICHD  has  appreciated  the  emphasis  this  com- 
mittee had  placed  on  the  work  conducted  by  the  Institute  and  ask 
that  this  year  when  prevention  is  being  recognized  finally  as  a  top 
priority  the  institute  be  funded  at  its  full  professional  budget  level. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Lisa  Kaeser 

Mr.  Chairman,  the  Friends  of  NICHD  Coalition  represents  nearly  100  organiza- 
tions representing  scientists,  health  professionals,  and  advocates  for  the  health  and 
welfare  of  women,  children,  families  and  people  with  disabilities.  Since  its  inception 
in  1963,  the  National  Institute  of  Child  Health  and  Human  Development  (NICHD) 
has  compiled  an  impressive  record  of  achievement,  conducting  and  funding  research 
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on  the  prevention  and  treatment  of  many  of  the  most  insidious  health  problems  fac- 
ing our  nation:  infant  mortality  and  low  birthweight,  unintended  pregnancy,  birth 
defects,  mental  retardation  and  other  developmental  disabilities,  and  pediatric 
AIDS. 

Virtually  every  aspect  of  the  institute's  research — both  basic  and  applied — is  de- 
signed to  prevent  or  ameliorate  disease  or  disability.  NICHD  has  one  of  the  broadest 
missions  of  any  at  NIH;  the  institute's  research  ranges  from  studies  of  molecular 
biology,  to  better  understanding  the  motivations  driving  human  behavior,  to  devel- 
oping the  means  to  restore  function  in  individuals  with  a  physical  disability. 

Still,  the  institute  has  not  been  able  to  investigate  many  of  the  areas  within  its 
mandate  to  its  fullest  potential.  As  a  result,  the  coalition  supports  NICHD's  profes- 
sional judgment  budget  for  fiscal  year  1995,  recommending  that  the  institute  receive 
an  appropriation  of  $775  million.  While  we  recognize  that  this  figure  represents  an 
enormous  increase  of  $220  million  over  the  appropriation  for  fiscal  1994,  we  are  ask- 
ing for  your  consideration  of  the  professional  judgment  figure  because  we  feel  that 
the  biomedical  and  behavioral  problems  the  institute  seeks  to  address  are  critical 
to  this  country's  future  health,  justifying  a  significant  new  investment  from  Con- 
gress. 

The  Friends  of  NICHD  are  pleased  to  note  that  the  administration,  in  its  budget 
published  in  early  February,  also  seems  to  place  heavy  emphasis  on  the  areas  of 
research  that  are  directly  within  the  purview  of  NICHD,  namely  prevention-related 
research.  As  discussions  of  reforming  the  nation's  health  care  system  continue,  one 
area  of  significant  agreement  is  that  of  increasing  attention  to  prevention  as  one  of 
the  few  ways  of  saving  money — and  lives — in  the  long  run.  Needless  to  say,  Mr. 
Chairman,  your  leadership  on  this  fi"ont  has  always  been  appreciated. 

Despite  your  assistance,  however,  the  institute  has  not  tared  as  well  as  might  be 
hoped  compared  to  the  rest  of  NIH;  over  the  past  decade,  NICHD's  success  rate  for 
funding  grants  that  have  already  been  approved  ranks  among  the  lowest  of  the  NIH 
institutes  and  centers.  Ten  years  ago,  for  fiscal  year  1985,  NICHD  ranked  14th  out 
of  14  institutes;  five  years  ago,  it  ranked  18th  out  of  19,  and  in  fiscal  year  1993, 
16th  out  of  19.  The  result  of  this  underfunding  is  simply  that  much  research  cannot 
be  conducted — research  that  holds  dramatic  promise  for  preventing  disease  and  dis- 
ability, not  to  mention  saving  millions  if  not  billions  of  federal  dollars.  Moreover, 
the  word  has  spread  among  the  scientific  community  that  NICHD  can  only  fund  a 
small  number  of  approved  grants;  it  is  becoming  increasingly  difficult  to  attract  tal- 
ented young  investigators  to  these  fields.  Yet  what  better  investment  to  make  than 
in  young  scientists  who  hold  the  potential  for  future  discoveries  that  could  save  or 
dramatically  improve  the  quality  of  our  Uves? 

The  professional  judgment  budget  is  iust  that — what  NICHD  judges  to  be  nec- 
essary to  fiilly  carry  out  its  mission.  If  the  institute  were  to  receive  funding  at  that 
level,  its  research  could  be  expanded  with  emphasis  on  prevention-related  research 
such  as  investigations  into  premature  labor,  low  birthweight  and  congenital  abnor- 
malities; contraception,  infertility  and  gynecologic  disorders;  medical  rehabilitation; 
and  adolescent  development,  including  an  exciting  new  longitudinal  study  of  the  be- 
havioral factors  that  both  promote  the  health  of  our  teens  as  well  as  those  that  mav 
be  detrimental  to  their  health.  Following  are  some  specific  examples  of  the  work 
presently  being  conducted: 

Sudden  Infant  Death  Syndrome  (SIDS)  is  a  frightening  disorder  that  knows  no 
cultural  or  economic  bounds.  An  apparently  healthy  child  is  put  to  bed,  but  is  later 
found  dead.  No  explanation  for  the  cause  of  death  can  be  determined.  Each  year 
nearly  8,000  infants  die  as  a  result  of  SIDS,  the  major  cause  of  death  for  infants 
aged  two  weeks  to  one  year.  NICHD  is  the  primary  federal  agency  responsible  for 
conducting  research  into  SIDS.  Just  this  year,  findings  were  announced  that  infants 
should  not  be  placed  on  their  stomachs  for  sleeping,  since  carbon  monoxide  they 
breathe  out  into  their  bedclothes  can  build  up  and  suffocate  them.  With  additional 
funding  for  this  year,  researchers  would  be  able  to  continue  projects  on  the  effective- 
ness of  apnea  monitors  and  the  possible  role  of  infection  in  SiDS. 

Infant  Jaundice  is  an  extremely  common  disease  infecting  many  infants  shortly 
after  birth  that,  untreated,  can  have  serious  effects  on  the  infant's  liver  and  other 
functions.  Additional  funding  would  allow  NICHD  to  pursue  its  research  findings  re- 
cently published  in  the  Journal  of  Pediatrics  discussing  a  new,  cost-effective  (10 
cents)  injection  that  can  prevent  jaundice,  thus  saving  days  of  worry  and  hospital 
bills  for  new  parents. 

Of  special  interest  to  milUons  of  working  parents  around  the  country  is  NICHD's 
investigation  into  the  impact  of  day  care  on  child  development.  This  groundbreaking 
research  has  the  potential  to  improve  the  way  we  take  care  of  children.  Additional 
funding  would  allow  significant  follow  up  on  the  children  in  this  study,  to  the  age 
of  seven. 
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NICHD  has  made  great  strides  in  the  development  of  therapies  for  treatment  of 
infants  and  children  with  HIV  infection.  One  such  success  was  the  development  of 
an  immunological  therapy  that  has  greatly  reduced  the  incidence  of  serious  bacterial 
infections  in  pediatric  AIDS  patients;  further  treatments  are  being  studied  so  that 
treatments  may  ultimately  be  developed  for  children  at  every  stage  of  the  progres- 
sion of  AIDS.  In  addition,  NICHD,  along  with  two  other  institutes,  is  planning  to 
initiate  a  project  to  examine  the  effectiveness  of  HIVIG,  an  immune  globulin  prepa- 
ration containing  large  quantities  of  antibodies  to  HIV,  in  preventing  HIV  infection 
in  infants  bom  to  HIV-infected  women.  Additional  funding  would  ensure  that  this 
important  research  continue  on  pace. 

In  the  United  States,  there  are  13,200  children  with  Duchenne  Muscular  Dys- 
trophy, with  600  new  cases  each  year.  Significant  new  research  in  NICHD's  Mental 
Retardation  Research  Centers  involving  gene  therapy  has  placed  the  institute  on 
the  threshold  of  a  potential  cure;  it  suggests  that  the  muscle  deterioration  respon- 
sible for  the  disabihty  and  premature  death  of  young  males  may  be  able  to  be  h^ted 
with  genetic  intervention.  Such  interventions  have  the  potential  of  saving  health 
care  systems  more  than  $60  million  a  year;  adequate  support  for  the  funding  now 
could  lead  to  this  intervention  within  the  decade. 

Among  the  nation's  most  intractable  problems  is  that  of  unintended  pregnancy. 
For  those  who  are  trying  to  plan  whether  and  when  they  choose  to  have  children, 
this  problem  has  been  recently  complicated  by  the  steep  rise  in  sexually  transmitted 
(STD's),  including  HIV.  One  in  eight  adolescents  contracts  an  STD  each  year,  dem- 
onstrating the  importance  of  developing  better  barrier  methods  of  contraception  for 
their  protection.  The  institute's  Contraceptive  Development  branch  will  be  be^n- 
ning  its  new  initiative  this  year  to  improve  our  array  of  barrier  methods,  in  particu- 
lar virucides,  substances  that  kill  viruses,  such  as  HIV.  However,  inadequate  fund- 
ing would  seriously  hamper  such  efforts. 

The  newest  addition  to  NICHD  is  the  National  Center  for  Medical  Rehabilitation, 
established  in  1990  to  promote  research  that  will  replace,  enhance  or  restore  func- 
tion in  persons  with  physical  disabilities,  both  immediately  after  the  onset  of  the 
disabling  condition  and  throughout  their  lifespans.  The  Center  has  identified  seven 
research  priority  areas  that  cut  across  all  physical  disabilities,  including  those  that 
have  cognitive  and  behavioral  elements.  In  its  early  years,  emphasis  has  been  suc- 
cessfully placed  on  the  development  of  orthotics  and  prosthetics.  Funds  devoted  now 
to  medical  rehabilitation  research  will  lead  to  identification  of  the  methods  and  de- 
vices best  able  to  return  persons  with  disabilities  to  optimal  function. 

These  areas  of  researcn  represent  only  a  small  part  of  the  work  presently  being 
done  at  NICHD.  Along  with  the  basic  and  demographic  sciences,  multidisciplinary 
research  funded  by  NICHD  has  contributed  substantially  to  the  knowledge  base  nec- 
essary to  improve  the  lives  of  children  and  adults  in  the  United  States.  To  allow 
even  more  approved  grants  to  go  unfunded  will  seriously  impede  our  ability  to  do 
so.  We  have  appreciated  the  emphasis  this  committee  has  placed  on  the  work  con- 
ducted by  NICHD,  and  ask  that — in  this  year  when  prevention  is  being  recognized 
as  a  top  priority — the  institute  be  funded  at  its  professional  budget  level  of  $775 
million. 

Senator  Harkin.  Thank  you  very  much,  Ms.  Kaeser,  for  being 
here.  Thank  you  all,  again,  for  your  excellent  testimonies.  Again, 
I  would  just  point  out  what  Dr.  Ryan  said.  These  are  all  important 
areas  of  research  that  we  have  to  put  money  into,  and  as  he  so  elo- 
quently pointed  out  a  lot  of  people  think  this  only  saves  you  money 
way  down  the  pike.  Sometimes  you  save  money  right  away,  aside 
from  what  it  means  in  terms  of  human  lives. 

But  I  must  be  honest  with  you.  There  is  no  way  that  this  sub- 
committee can  fund  your  request,  or  your  request,  or  your  request, 
or  your  request,  under  the  budget  constraints  which  we  are  operat- 
ing under  today  unless  we  get  a  dedicated  source  of  revenue  from 
health  insurance  premiums  that  people  pay.  And  that  is  what  this 
fund  for  health  research  is  all  about.  Dr.  Ryan  is  also  wearing  the 
button  supporting  the  1-percent  contribution  to  the  fund  for  health 
research.  That  is  what  it  is  all  about. 

I  believe  people  would  really  like  to  have  some  of  the  money  they 
spend,  each  dollar  they  spend  for  health  insurance,  whatever  it 
might  be,  to  go  for  medical  research.  But  they  are  not  getting  it 
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now.  Well,  they  are  getting  it  for  what  we  do  here,  but  that  is 
about  it.  And  they  would  be  willing  to  spend  more  if  they  knew  it 
was  going  to  go  to  medical  research.  Polls  indicate  that. 

So  we  have  set  up  this  mechanism  whereby  out  of  every  dollar 
that  people  will  be  spending  now,  whatever  comes  through  here — 
I  am  not  pushing  one  plan  over  another,  but  whatever  health  plan 
is  legislated,  to  make  sure  that  out  of  every  dollar  that  we  take  1 
percent,  1  penny,  and  we  put  it  into  this  health  research  fund.  This 
will  give  us  about  a  50-percent  increase  and  will  allow  us  to  reach 
every  one  of  the  levels  that  you  have  talked  about  here;  it  is  the 
only  way  we  are  going  to  do  it.  If  we  do  not  get  there,  if  we  do  not 
have  that,  we  will  not  be  able  to  fund  these  programs.  It  is  hu- 
manly impossible  for  me  to  do  that  with  the  kind  of  moneys  that 
we  have  here. 

Again,  I  know  many  of  you — Dr.  Cowan,  you  have  been  support- 
ive of  it,  as  have  Dr.  Ryan  and  others  here,  and  I  would  urge  you 
to  keep  your  efforts  up  because  we  are  now  in  that  period  of  time 
when  the  votes  are  going  to  be  counted  on  this  one.  And  if  we  ever 
hope  to  make  these  breakthroughs  we  have  got  to  get  that  money 
in  there.  I  believe  the  American  people  will  support  it.  I  know  they 
will.  I  know  they  will  support  it. 

Again,  I  just  leave  you  with  that  and  thank  you  all  very  much 
again  for  your  excellent  testimony. 

STATEMENT   OF   JAMES   SACK,   TREASURER  AND   MEMBER  OF  THE 
BOARD,  THE  AUTISM  SOCIETY  OF  AMERICA 

Senator  Harkin.  Our  last  panel,  then,  will  consist  of  the  Autism 
Society  of  America,  James  Sack;  the  American  Association  of  Neu- 
rological Surgeons,  Dr.  William  Pritchard;  the  National  Coalition 
for  Research  in  Neurological  Disorders,  Dr.  Zitnay;  the  National 
Association  of  Epilepsy  Centers,  Robert  Gumnit;  ESA,  Inc.,  Alvin 
Block,  and  the  National  Labor  Relations  Board  union  member, 
Henry  M.  Sortun. 

Again,  thank  you  for  being  here  and  for  your  patience  this  morn- 
ing. Again,  we  will  just  go  down  the  list  as  I  call  on  you.  The  Au- 
tism Society  of  America,  James  Sack. 

Mr.  Sack.  Yes,  Mr.  Chairman.  The  Autism  Society  of  America  is 
grateful  for  the  opportunity  to  testify  before  the  committee  this 
morning.  I  am  James  Sack,  and  a  member  of  the  board  of  the  Au- 
tism Society  of  America.  The  ASA  was  created  in  1965  to  promote 
information  and  public  awareness  about  autism.  We  exist  to  help 
parents  of  children  with  autism  learn  about  autism  and  become 
educated  about  the  child's  disability  and  network  with  other  par- 
ents and  professionals  to  help  them  realize  they  are  not  alone. 

I  would  like  to  start  of  by  explaining  that  autism  is  not  a  disease 
with  a  common  cause.  It  is  a  sjmdrome  which  is  described  by  a 
combination  of  atypical  behavioral  characteristics.  There  is  a  com- 
mon misconception  that  autism  is  rare.  Not  true.  The  incidence  of 
autism  has  been  described  as  from  5  to  15  per  10,000  births,  which 
places  it  as  the  third  most  common  developmental  disability. 

It  is  important  to  distinguish  autism  from  retardation  or  mental 
disorders,  as  diagnostic  confusion  may  result  in  inappropriate  and 
ineffective  treatment.  Many  professionals  erroneously  exclude  a 
child  from  a  diagnosis  of  autism  because  of  the  absence  of  one  or 
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two  symptoms.  An  effective  diagnosis  requires  a  valuation  by  a 
multidisciplinary  team  of  professionals,  as  there  are  no  medical 
tests  for  autism. 

Mr.  Chairman,  we  do  not  even  know  how  many  individuals  in 
the  United  States  today  have  autism.  Conservative  estimates  are 
380,000.  However,  because  of  the  misdiagnosis  and  undiagnosed  in- 
dividuals that  number  is  probably  low. 

This  is  the  first  time  in  the  history  of  the  Autism  Society  of 
America  that  we  have  presented  before  Congress.  The  bottom  line 
is,  very,  very  little  is  being  done  about  autism,  and  it  is  time  the 
needs  of  the  autism  community  were  put  on  the  research  agenda 
of  this  Nation.  In  spite  of  current  research,  at  this  point  in  time 
we  are  no  further  along  in  our  knowledge  of  what  specifically 
causes  autism  than  we  were  30  years  ago. 

We  realize  the  budgetary  constraints  the  members  of  this  com- 
mittee must  contend  with  in  deciding  our  Nation's  priorities.  It  is 
our  firm  belief  and  hope  that  the  committee  will  recognize  the  long 
overdue  need  for  increased  funding  for  basic  and  applied  medical 
research  which  will  eventually  lead  to  a  cure  and  in  the  interim  ef- 
fective treatment  for  autism.  For  these  reasons,  the  ASA  has  also 
endorsed  the  Harkin-Hatfield  amendment. 

The  presence  of  a  child  with  autism  in  a  family  can  be  over- 
whelming, both  on  the  parents  and  siblings.  While  education  inter- 
vention can  make  a  significant  difference  at  any  age,  an  early  diag- 
nosis is  critical  as  it  provides  an  opportunity  to  set  up  a  program 
to  accomplish  as  much  as  possible  as  soon  as  possible.  Persons  with 
autism  can  make  considerable  strides  when  given  an  appropriate 
education  which  can  effectively  ameliorate  some  of  the  autism  char- 
acteristics. Although  autism  is  a  life-long  condition,  with  appro- 
priate training  and  support,  many  adults  can  live  and  work  in  the 
community. 

In  closing,  we  ask  the  committee  to  direct  the  NIH  to  develop  a 
universal  definition  for  autism  that  can  be  disseminated  to  the  pro- 
fessional community  in  order  to  ameliorate  misdiagnosis,  and  using 
this  universal  definition  direct  the  NIH  or  CDC  to  implement  a  na- 
tionwide demographic  study  to  define  the  incidence  and  prevalence 
of  this  massively  disabling  disorder. 

PREPARED  STATEMENT 

The  Autism  Society  welcomes  the  opportunity  to  work  with  the 
Senators  of  this  committee  to  support  medical  research  that  will 
one  day  reward  us  with  a  cure  for  all  childhood  illnesses. 

Thank  you. 

Senator  Harkin.  Mr.  Sack,  thank  you  very  much  for  your  testi- 
mony and  for  being  here,  and  for  your  support  of  the  fund. 

[The  statement  follows:] 

Statement  of  James  Sack 

Mr.  Chairman,  the  Autism  Society  of  America  is  grateful  for  the  opportunity  to 
testify  before  the  Committee  this  morning.  I  am  James  Sack,  treasurer  and  member 
of  the  board  of  the  Autism  Society  of  America. 

The  Autism  Society  of  America  was  created  in  1965  to  promote  information  and 

{)ubUc  awareness  about  autism.  We  exist  to  help  parents  of  children  with  autism 
earn  about  autism,  become  educated  about  their  child's  disability  and  network  with 
other  parents  and  professionals  to  help  them  realize  they  are  not  alone. 
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I  would  like  to  start  off  by  clarif3ring  a  common  misconception,  autism  is  not  a 
disease  with  a  common  cause,  it  is  a  syndrome  which  is  described  by  a  combination 
of  atjTjical  behavioral  characteristics. 

Another  common  misconception  about  autism  is  that  the  incidence  is  rare — not 
true — the  incidence  of  autism  has  been  described  as  from  five  to  fifteen  per  ten 
thousand  births,  depending  on  the  criteria  used  for  diagnosis. 

Autism  is  four  times  more  common  in  boys  than  girls  and  is  generally  said  to 
occur  before  age  three.  Autism  can  occur  in  association  with  other  disorders  which 
affect  the  function  of  the  brain  such  as  viral  infections,  metabolic  disturbances  and 
epilepsy. 

It  is  important  to  distinguish  autism  from  retardation  or  mental  disorders  as  di- 
agnostic confusion  may  result  in  inappropriate  and  ineffective  treatment.  Many  pro- 
fessionals erroneously  exclude  a  child  from  a  diagnosis  of  autism  because  of  the  ab- 
sence of  one  or  two  symptoms.  An  effective  diagnosis  requires  evaluation  by  a  multi- 
disciplinary  team  of  professionals  as  thero  are  no  medical  tests  for  autism. 

There  are  multiple  suspected  causes  of  autism.  Current  research  indicates  vari- 
ations in  the  physiological  development  of  the  brain  as  possible  cause  of  some  forms 
of  autism.  Other  research  indicates  that  there  may  be  a  strong  genetic  component 
in  some  forms  of  Autism  and  although  multiple  incidence  in  families  is  relatively 
rare,  many  have  been  found.  As  many  as  five  children  with  autism  have  been  found 
in  a  family. 

Autism  has  been  found  in  children  whose  mothers  contracted  rubella  or 
cytomegalovirus  during  pregnancy.  Severe  infections  during  early  infancy  have  been 
associated  with  autism.  There  is  also  a  form  of  autism  that  seems  to  follow  a  double 
recessive  genetic  model. 

Although  a  large  amount  of  outdated  literature  can  still  be  found  which  attributes 
autism  to  parenting  problems,  we  now  know  that  such  theories  were  both  false  and 
very  damaging  to  persons  with  autism  and  their  families.  There  are  no  known  psy- 
chological causes  of  autism. 

In  spite  of  current  research,  at  this  point  in  time  we  are  no  further  along  in  our 
knowledge  of  what  specifically  causes  autism  than  we  were  30  years  ago.  We  realize 
the  budgetary  constraints  the  members  of  this  Committee  must  contend  with  in  de- 
ciding our  Nation's  priorities.  It  is  our  firm  belief  and  hope  that  the  Committee  will 
recognize  the  long  overdue  need  for  increased  funding  for  basic  and  applied  medical 
research  which  vnll  eventually  lead  to  a  cure  and  in  trie  interim  effective  treatments 
for  autism. 

The  Autism  Society  of  America  would  like  to  take  this  opportunity  to  thank  Sen- 
ator Harkin,  the  committee,  for  being  responsible  for  the  first  ever  workshop  on  au- 
tism being  sponsored  by  the  National  Institutes  of  Health. 

Mr.  Chairman  this  is  the  first  time  in  the  history  of  the  Autism  Society  of  Amer- 
ica that  we  have  presented  before  Congress.  The  bottom  line  is  very,  very  little  is 
being  done  about  autism  and  it's  time  the  needs  of  the  autism  community  were  put 
on  the  research  agenda  of  this  nation. 

Mr.  Chairman,  we  do  not  even  know  how  many  individuals  in  the  United  States 
today  have  autism.  A  conservative  estimate  is  380,000;  however,  because  of  mis- 
diagnosis and  undiagnosed  individuals,  that  number  is  low.  As  a  result  and  as  a 
first  step,  we  would  like  to  ask  the  Committee  to  have  NIH  develop  a  universal  defi- 
nition for  autism  and  direct  NIH  or  CDC  to  implement  a  demographic  study  using 
this  universal  definition  to  define  the  incidence  and  prevalence  of  this  massively  dis- 
abling disorder.  Some  states  recognize  the  syndrome  of  autism,  some  don't. 

The  presence  of  a  child  with  autism  in  a  family  can  be  overwhelming,  both  on 
the  parents  and  siblings.  While  education  intervention  can  make  a  significant  dif- 
ference at  any  age,  an  early  diagnosis  is  critical  as  it  provides  an  opportunity  to  set 
up  a  program  to  accomplish  as  much  as  possible,  as  soon  as  possible.  Persons  with 
autism  can  make  considerable  strides  when  given  an  appropriate  education  which 
can  effectively  ameliorate  some  of  the  autism  characteristics. 

A  wide  variety  of  approaches  have  been  found  useful  with  persons  with  autism. 
These  include:  speech  therapy,  vocational  training,  sensory-motor  therapy,  social 
skills  training,  and  positive  behavioral  management.  All  individuals  with  autism 
can  achieve  incrementally  higher  development  of  independent  living  skills,  when  af- 
forded the  appropriate  supports  and  services. 

Although  autism  is  a  lifelong  condition,  with  appropriate  training  and  support, 
many  adults  can  live  and  work  in  the  community. 

In  summary,  we  ask  the  Committee  to:  Direct  the  NIH  to  develop  a  universal  defi- 
nition for  autism;  and  use  this  universal  definition  to  direct  the  ^^IH  or  CDC  to  im- 
plement a  demographic  study  to  define  the  incidence  and  prevalence  of  this  mas- 
sively disabling  disorder. 


86 

In  conclusion  we  would  like  to  endorse  the  Harkin/Hatfield  amendment  which 
provides  additional  funds  for  medical  research.  It  is  our  belief  that  the  Harkin/Hat- 
field amendment  is  vital  to  the  future  of  health  research  and  for  most  parents  deal- 
ing with  autism,  who  are  pursuing  the  answer  to  the  question.  "What  will  happen 
to  my  child  after  I  am  gone?" 

The  Autism  Society  of  America  welcomes  the  opportunity  to  work  with  the  Sen- 
ators of  this  committee  to  support  medical  research  that  will  one  day  reward  us 
with  a  cure  for  all  childhood  illnesses. 

STATEMENT  OF  WILLIAM  L.  PRITCHARD,  ON  BEHALF  OF  THE  AMER- 
ICAN ASSOCIATION  OF  NEUrlOLOGICAL  SURGEONS 

Senator  Harkin.  Next,  Dr.  William  Pritchard  representing  the 
American  Association  of  Neurological  Surgeons.  Bill,  it  is  good  to 
see  you  again. 

Dr.  Pritchard.  Good  morning.  I  am  glad  to  be  back.  There  are 
about  4,000  neurosurgeons  in  the  United  States,  and  I  am  here 
speaking  on  their  behalf.  We  are  here  because  we  are  concerned 
about  neuroscience  research  as  funded  by  the  National  Institute  of 
Neurological  Disorders  and  Stroke.  I  certainly  would  like  to  com- 
mend you  for  your  efforts  in  developing  the  medical  research  fund 
as  part  of  the  upcoming  health  care  agenda.  And  I  do  not  think  you 
will  have  much  difficulty  having  support  from  the  neurosurgeons  of 
this  country. 

Now,  we  began  the  decade  of  the  brain  a  few  years  ago.  The 
1990's  has  been  a  good  time  for  us  to  highlight  the  problems  in  the 
future  in  neuroscience,  and  a  lot  has  been  accomplished.  And  a 
great  deal  of  that  is  due  particularly  to  the  efforts  of  this  commit- 
tee and  the  chairman.  Each  year  the  neurosurgeons  have  tried  to 
emphasize  certain  aspects  of  neuroscience  that  have  application  in 
our  world,  and  this  year  we  came  with  the  subjects  of  the  central 
nervous  system  tissue  transplantation  research,  gene  therapy  re- 
search, and  spinal  research. 

A  great  deal  has  been  said  today  about  gene  therapy  and  work- 
ing in  this  field.  I  will  perhaps  not  emphasize  that  aspect  as  much 
as  the  others  have,  though.  We  certainly  want  to  reinforce  the  in- 
terest and  the  potential  for  work  in  this  field  and  what  may  well 
be  ahead  of  us  in  solving  some  major  problems. 

One  of  the  most  prominent  problems  for  neurosurgeons  is  the 
malignant  brain  tumor.  Malignant  brain  tumors  are  not  accessible 
to  surgical  treatment.  Other  modalities  of  treatment  such  as  radi- 
ation therapy  and  chemotherapy  are  indiscriminate  in  their  attack 
on  cells.  They  do  not  know  the  difference  between  a  good  brain  cell 
and  a  tumor  cell.  But  we  are  looking  at  the  chance  to  develop  spe- 
cific viruses  that  will  be  able  to  make  the  differentiation,  and  it 
may  well  be  the  lead  that  we  need  to  get  into  some  kind  of  proper 
treatment  for  the  malignant  brain  tumor. 

Another  aspect  of  gene  therapy  would  be  the  spinoff  into  develop- 
ing tissue  cultures  and  being  able  to  develop  specific  cells  with  cer- 
tain functions  that  could  be  used  to  treat  neurological  diseases.  We 
are  keenly  interested  in  central  nervous  system  transplantation  re- 
search and  that  has  not  been  discussed  so  much  today,  but  the  le- 
gitimacy of  the  use  of  fetal  tissue  is  going  to  open  up  the  oppor- 
tunity now  to  translate  largely  scientific  and  experimental  work 
into  clinical  studies.  And  we  are  very  interested  in  attacking  cer- 
tain diseases  such  as  Alzheimer's,  Parkinsonism,  Huntington's,  the 
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deficits  remaining  after  stroke  and  spinal  cord  injury,  with  tissue 
transplant  technology. 

This  has  to  be  done  in  the  setting  of  a  center  where  you  can  orga- 
nize the  research  facilities  and  the  clinical  facilities  into  a  program 
that  can  initiate  this  type  of  therapy  and  evaluate  these  kind  of 
therapies.  And  this  generally  works  best  in  a  center,  generally  a 
university  setting.  We  are  suggesting  that  we  aim  toward  having 
five  such  centers  around  the  country,  funding  them  for  5  years,  and 
the  budget  would  run  $1.5  to  $2  million  per  center  per  year. 

I  am  already  past  my  time.  I  was  going  to  talk  a  little  bit  about 
spine  research. 

Senator  Harkin.  That  is  all  right.  Go  ahead. 

Dr.  Pritchard.  This  is  an  ongoing  research  project.  Back  pain  is 
not  really  a  matter  of  life  or  death  to  people  but  it  is  a  matter  of 
livelihood  and  quality  of  life,  particularly  in  the  aging  population. 
A  great  deal  has  to  be  done  to  best  treat  the  degenerative  diseases 
of  the  spine  as  well  as  spinal  cord  injuries. 

Again,  I  want  to  thank  you  for  all  you  have  done  over  the  past 
several  years.  We  have  a  few  more  years  in  the  decade  of  the  brain 
to  go,  and  I  think  we  are  going  to  continue  to  make  progress  in  all 
of  these  ways. 

PREPARED  STATEMENT 

I  was  particularly  keen  to  realize  that  although  we  were  faced 
with  a  possible  decrease  in  funding  for  the  National  Institutes  for 
Neurological  Diseases  and  Stroke  for  1994 — ^for  1993 — ^you  were 
able  to  enact  a  5-percent  increase  in  funding  in  the  face  of  such  ad- 
ministrative constraints,  and  we  thank  you  for  that. 

Senator  Harkin.  If  I  can  pull  a  rabbit  out  of  a  hat  we  will  do 
it  again.  I  do  not  know.  We  will  try. 

Bill,  thank  you  very  much  again  for  being  here — I  appreciate  it — 
and  for  being  here  on  behalf  of  the  Association  of  Neurological  Sur- 
geons, with  whom  I  have  had  a  very  good,  close  working  relation- 
ship. 

[The  statement  follows:] 

Statement  of  William  L.  Pritchard,  M.D. 

Mr.  Chairman  and  Members  of  the  subcommittee,  thank  you  for  the  opportunity 
to  appear  here  to  discuss  the  research  programs  of  the  National  Institutes  of 
Health,  and  in  particular  those  of  the  National  Institute  of  Neurological  Disorders 
and  Stroke. 

I  am  William  L.  Pritchard,  M.D.,  a  neurosurgeon  in  private  practice  in  Fayette- 
ville.  North  Carolina.  I  appear  here  representing  the  American  Association  of  Neu- 
rological Surgeons  (AANS)  and  the  Congress  of  Neurological  Surgeons  (CNS),  which 
represent  more  than  4,000  neurosurgeons  in  the  United  States. 

For  fiscal  year  1995  we  urge  the  subcommittee  to  turn  its  funding  attention  to 
three  areas  of  research:  (1)  Central  nervous  system  transplantation  research,  (2) 
Gene  tiierapy  in  the  nervous  system,  and  (3)  Spinal  research. 

CENTRAL  NERVOUS  SYSTEM  TRANSPLANTATION  RESEARCH 

Over  10  million  Americans  suffer  from  some  tjT)e  of  neurological  disorder.  This 
includes  approximately  6  million  people  with  degenerative  diseases  such  as  Alz- 
heimer's, Parkinson's,  or  Huntington's,  3  million  people  with  strokes,  and  a  quarter 
of  a  million  patients  with  severe  head  or  spinal  cord  injury.  Once  permanent  injury 
has  occurred,  there  is  currently  no  mechanism  available  to  repair  and  restore  loss 
of  function  to  the  brain  or  spinal  cord.  Once  the  nerve  cells  that  move  the  legs  are 
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gone,  the  paralysis  is  forever,  Mr.  Chairman  and  Members  of  the  Subcommittee  re- 
member, no  cells,  no  function. 

There  is,  however,  hope.  The  promise  for  treatment  for  these  devastating  injuries 
is  evident  in  the  recent  laboratory  research  on  tissue  grafting  into  the  central  nerv- 
ous system.  The  NIH  is  supporting  the  investigation  of  tissue  grafting  in  animal 
models  of  these  degenerative  and  catastrophic  neurological  disorders  but  not  clinical 
studies.  Several  of  these  disorders  are  ready  for  a  climcal  trial.  A  few,  however,  are 
ready  for  clinical  studies  but  await  the  necessary  support  to  apply  the  technique 
learned  in  the  laboratory  to  clinical  conditions. 

Lifting  the  ban  on  the  use  of  fetal  tissue  should  now  allow  support  for  clinical 
studies  to  develop.  Fetal  tissue  is  the  most  effective  material  for  grafting.  This  tis- 
sue contains  chemical  substances  that  are  critical  for  the  development  of  the  struc- 
ture of  the  brain  and  spinal  cord,  and  understanding  how  they  function  is  the  key 
to  the  development  of  technique  for  regeneration,  structural  replacement,  and  res- 
toration of  lost  neurological  function.  Fetal  tissue,  however,  is  not  the  only  tissue 
that  can  be  used  for  grafting  and  there  are  a  number  of  potential  alternatives  to 
be  evaluated.  Furthermore,  once  the  mechanism  by  which  fetal  tissue  performs  its 
function  is  learned,  it  is  quite  possible  that  cell  cultures  could  be  established  and 
genetically  modified  to  provide  the  same  function.  For  now  the  use  of  fetal  tissue 
is  necessary  until  better  sources  of  graft  tissue  can  be  developed. 

There  is  good  climcal  evidence  that  fetal  tissue  grafted  into  the  brains  of 
Parkinsonian  patients  can  relieve  many  of  their  symptoms.  These  studies,  however, 
are  in  their  infancy  and  require  a  great  deal  more  investigation  before  they  can  be 
satisfactorily  evaluated  and  routinely  applied  as  a  therapeutic  treatment.  Without 
proper  support,  these  studies  will  continue  to  slowly  progress  in  a  disorganized 
manner. 

Centers  of  excellence,  where  the  ground  work  for  future  clinical  studies,  should 
be  established.  The  centers  would  be  staffed  with  multidisciplinary  teams  of  clini- 
cians, as  well  as  basic  scientists  involved  in  the  study  of  central  nervous  system 
grafting.  On  a  clinical  level  there  would  be  expertise  in  evaluating  patients  both  be- 
fore and  after  surgery,  as  well  as  the  technical  application  of  central  nervous  system 
grafting.  Laboi-atory  work  would  support  the  clinical  effort.  The  ultimate  purpose  is 
to  understand  how  to  repair  and  restore  function  to  the  central  nervous  system  with 
the  specific  goal  of  being  able  to  apply  this  technology  to  the  treatment  of  a  variety 
of  neurological  diseases.  Mr.  Chairman,  let  me  emphasize  that  it  is  quite  possible 
that  what  we  learn  from  these  centers  may  permanently  change  how  we  treat  neu- 
rological diseases. 

GENE  THERAPY  RESEARCH 

I  will  now  turn  to  my  recommendations  for  gene  therapy  research  in  the  nervous 
system.  While  great  advances  have  taken  place  in  the  treatment  of  many  diseases 
throughout  the  body,  those  diseases  intrinsic  to  the  brain  continue  to  defy  adequate 
therapy.  Doctors  can  often  diagnose  a  problem  in  the  brain  or  spinal  cord  yet  have 
little  to  offer  in  the  way  of  therapy.  Sadly,  this  is  true  for  some  of  the  most  common 
and  most  debilitating  problems  that  afflict  humankind:  Alzheimer's  disease,  stroke, 
epilepsy,  chronic  pain,  Parkinson's  disease,  Huntington's  Chorea,  tumors  of  the 
brain,  and  paralysis  from  spinal  cord  injury. 

For  most  of  these  clinical  situations,  systemic  medical  treatments  with  various 
pills  and  medicines  may  be  helpful,  but  many  patients  do  not  respond  to  these  treat- 
ments and  some  are  limited  by  side  effects.  Yet,  in  most  of  the  instances  surgery 
is  highly  successful.  Even  in  the  field  of  neurosurgery  of  the  brain  or  spinal  cord, 
great  advances  have  been  made  in  using  traditional  surgical  techniques.  Examples 
are  many  but  include  removal  of  a  herniated  spinal  disc,  clipping  of^  a  blood  vessel 
aneurysm  at  the  base  of  the  brain,  or  curing  a  tumor  pushing  into  the  brain.  How- 
ever, in  all  of  these  successful  instances,  the  traditional  surgical  techniques  are  suc- 
cessful because  they  are  being  used  to  treat  problems  on  the  outside  of  the  brain. 
In  contrast,  for  problems  within  the  brain  itself,  the  traditional  surgical  techniques 
generally  fail  or  have  major  limitations  because  the  brain  does  not  lend  itself  to  the 
traditional  surgical  methods  of  sutures  and  scalpels.  For  problems  within  the 
brain — degenerative  diseases  li.ke  Parkinson's  or  Alzheimer's,  genetic  or  metabolic 
problems  or  a  malignant  tumor  invading  deep  into  the  brain — methods  need  to  be 
developed  that  can  change  the  function  of  cells  within  the  brain  itself.  The  methods 
of  gene  therapy  will  allow  this  to  be  done. 

Genes  can  be  isolated,  cloned,  transferred  and  expressed  to  change  the  function 
of  specific  cells  in  the  brain.  Genes  have  been  isolated  for  growth  factors  that  can 
promote  the  growth  or  prevent  the  death  of  nerve  cells  in  disorders  such  as  Parkin- 
son's disease,  Huntington's  disease  and  Alzheimer's  disease.  Genes  for  cell  move- 
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ment  and  growth  have  been  defined.  Promising  studies  are  now  underway  to  use 
these  to  promote  healing  after  spinal  cord  injury  and  stroke. 

In  the  case  of  fatal  tumors  such  as  glioblastoma,  viruses  containing  genes  for  ther- 
apy can  recognize  the  difference  between  a  malignant  tumor  cell  and  a  normal  brain 
cell  in  a  way  that  a  surgeon  even  with  the  most  precise  microscope  never  could.  This 
is  a  unique  time  in  the  history  of  humankind.  For  the  first  time,  we  can  define  the 
genes  that  are  responsible  for  common  diseases  and  disorders.  For  the  first  time, 
we  have  in  our  grasp  the  opportunity  to  correct  those  diseased  genes.  For  millennia, 
viruses  have  caused  disease  and  plagued  humankind,  but  now,  for  the  first  time  we 
can  create  viruses  to  cure  diseases.  Let  us  neither  miss  nor  delay  this  exciting  op- 
portunity. 

SPINE  RESEARCH 

My  final  recommendations  involve  spinal  research.  Lumbar/spine  disorders  are 
among  the  most  common  afflictions  experienced  by  adult  Americans.  It  has  been  es- 
timated that  over  50  percent  of  the  population  will  suffer  episodes  of  back  pain  re- 
quiring medical  treatment.  In  spite  of  this  extremely  common  incidence  and  con- 
sequent high  costs,  the  quality  and  effectiveness  of  both  operative  and  nonoperative 
care  systems  are  inconsistent.  Patients  are  left  to  wander  indiscriminately  through 
the  spine  care  community,  often  having  multiple  and  expensive  evaluations  and  re- 
ceiving treatment  that  is  randomly  selected  and  dispensed.  Indeed,  most  clinical  re- 
search efforts  have  been  retrospective  studies  to  determine  the  effectiveness  of  treat- 
ment carried  out  by  their  advocates,  rather  than  prospective  studies  to  objectively 
measure  efforts  and  results. 

Extensive  studies  have  been  performed  in  the  epidemiology  of  low  back  pain. 
However,  clinical  studies  designed  to  allow  the  selection  of  rational  treatment  mo- 
dalities, including  systems  to  evaluate  the  outcome  in  order  to  maximize  clinical  im- 
provement and  minimize  extensive  medical  costs,  have  lagged  behind.  Indications 
for  nonoperative  therapeutic/rehabilitation  programs  are  as  variable  as  the  individ- 
uals recommending  and  performing  them.  In  addition,  indications  for  surgery  and 
the  procedures  utilized  have  inadequate  scientific  substantiation.  The  number  of  pa- 
tients undergoing  surgical  treatment  for  low  back  pain,  including  expensive  fusion 
techniques,  is  substantially  higher  here  than  in  the  rest  of  the  world.  However,  to 
date  there  have  been  few  studies  aiding  in  the  definition  of  the  candidates  for  vari- 
able operative  and  nonoperative  therapies. 

Cervical  spondylosis  is  a  general  term  for  disorders  of  the  cervical  spine  t3rpically 
produced  by  age  and  wear  and  tear.  It  incorporates  the  development  of  cervical 
intervertebral  disc  degeneration,  development  of  bone  spurs  in  the  neck  and  there- 
fore compression  of  the  spinal  cord  and  nerve  roots  going  to  the  arms.  As  such,  these 
conditions  may  produce  varying  degrees  of  paralysis,  arm  pain  and  numbness.  The 
incidence  of  cervical  spondylosis  has  increased  regularly  in  the  United  States  over 
the  last  several  years,  as  a  consequence  of  the  graying  of  the  population  and  as  the 
long-term  result  of  increasing  physical  activity. 

As  is  true  for  low  back  pain,  extensive  research  has  been  done  into  some  of  the 
pathophysiology  of  the  problem.  However,  the  natural  history  of  cervical  spondylosis 
including  its  progression  and  outcome  of  treatment  is  poorly  understood.  Several 
studies  have  suggested  that  there  is  a  great  deal  of  value  for  early  surgical  treat- 
ment in  preventing  the  development  of  paralysis  and  disability;  others  suggest  the 
reverse.  Further,  the  effectiveness  of  nonoperative  rehabilitation  type  treatment  re- 
main unproven  except  for  improving  neck  pain. 

In  summary,  we  propose  You  give  consideration  to  funding: 

1.  Central  nervous  system  transplantation  research.  Five  centers  be  funded,  at  1.5 
to  2  million  dollars  a  year,  for  five  years  to  Investigate  the  clinical  appUcation  of 
grafting  Into  the  central  nervous  system. 

2.  Gene  therapy  in  the  nervous  system.  (1)  Training  programs  for  young  Inves- 
tigators to  learn  these  pioneering  techniques,  (2)  Research  to  Identify  genes  respon- 
sible for  certain  brain  diseases,  (3)  Research  Into  gene  transfer  and  disease  models, 
and  (4)  Centers  of  excellence  to  develop  this  research. 

3.  Spinal  research.  (1)  Clinical  trials  on  back  stabilization  programs  versus  sur- 
gical treatment,  (3)  Support  for  Investigators  studying  the  biomechanics  of  lumbar 
Instability,  (3)  Support  for  long  term  studies  on  the  Implications  of  surgical  and 
nonsurgical  treatment  of  lumbar  spine  disorders,  (4)  Funding  for  basic  research  and 
multicenter  clinical  trials  on  cervical  spondylosis. 

Thank  you  for  the  opportunity  to  present  our  recommendations  for  fiscal  year 
1995  for  nexiroscience  research  at  the  National  Institutes  of  Health. 
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STATEMENT  OF  GEORGE  A.  ZITNAY,   CHAIRMAN,  NATIONAL  COALI- 
TION FOR  RESEARCH  IN  NEUROLOGICAL  DISORDERS 

Senator  Harkin.  Next  is  the  National  Coalition  for  Research  and 
Neurological  Disorders  and  Dr.  Zitnay. 

Dr.  Zitnay.  Mr.  Chairman,  before  I  begin  I  would  like  to  say  I 
would  like  to  contribute  my  penny  to  the  fund,  because  quite  frank- 
ly we,  too,  support  that  effort  and  recognize  that  it  is  perhaps  the 
only  way  we  are  going  to  be  able  to  make  progress  in  the  future. 
So  congratulations  on  introducing  that  concept  and  that  fund  and 
know  that  we  stand  behind  you. 

Senator  Harkin.  I  appreciate  that  very  much.  We  need  your 
help. 

Dr.  Zitnay.  I  am  George  Zitnay.  I  am  the  president  of  the  Na- 
tional Head  Injury  Foundation,  as  well  as  the  chairman  of  the  Na- 
tional Coalition  for  Research  on  Neurological  Disorders  and  Stroke, 
as  well  as  the  newly  appointed  chair  for  the  National  Center  for 
Medical  Rehabilitation  and  Research  at  NIH.  I  am  here  today  basi- 
cally in  the  role  of  a  parent  and  as  chairman  of  NCR  to  talk  a  little 
bit  about  the  need  for  support  for  neurological  disorders  and  stroke. 

I  am  not  going  to  speak  about  a  specific  disease  because,  quite 
frankly,  the  NCR  which  is  comprised  of  50  organizations,  medical 
societies,  neurosurgeons,  neurology  as  well  as  consumer  groups,  our 
focus,  quite  frankly,  is  on  NINDS.  What  we  would  like  to  say  to 
you.  Senator,  is,  quite  frankly,  that  every  condition  is  worthy.  It  is 
every  difficult  to  say  one  condition  is  more  pressing  or  more  worthy 
than  the  next.  And  what  we  would  like  to  urge  the  committee  to 
do  is  to  support  an  increase  for  NINDS  not  just  because  of  the  in- 
credible numbers  of  people  who  are  involved  with  neurological  dis- 
orders and  stroke  but  also  because  of  the  tremendous  cost. 

As  you  have  heard  earlier  from  Dr.  Judd,  $400  billion  in  terms 
of  the  central  nervous  system  and  brain,  that  really  represents  7.3 
percent  of  our  gross  national  product,  domestic  product.  So  we  are 
concerned  about  it  from  that  perspective,  but  also  we  are  concerned 
about  it  from  the  human  perspective  in  terms  of  human  lives.  So 
we  would  urge  you  to  consider  support  for  NINDS. 

As  you  can  see  from  my  testimony  which  I  will  not  go  through 
in  regard  to  all  of  the  time  constraints  and  all  that  you  have  heard 
this  morning,  quite  frankly  we  know  that  you  are  concerned  about 
this  area.  We  would  urge  you  to  support  the  professional  judgment 
budget  for  NINDS,  and  in  light  of  the  constraints  that  you  are 
faced  with  we  would  recommend  a  10-percent  increase  rather  than 
for  the  professional  judgment  budget  at  this  point  in  time. 

In  closing,  I  would  like  to  just  switch  gears  for  1  minute  and  to 
say  to  you  that  in  my  new  role  as  the  chair  of  the  advisory  council 
for  the  new  center  that  you  created  at  NIH,  the  National  Center 
for  Medical  Rehabilitation  Research,  as  you  know  it  is  a  brand  new 
center.  This  is  our  second  year  of  operation.  And  you  also  know 
that  that  little  center  has  a  $9.9  million  budget. 

I  can  tell  you  for  the  49  million  Americans  with  disability  that 
is  a  great  deal  of  hope  because  that  center  represents  at  NIH  ap- 
plied research,  not  only  in  skin  integrity  and  amputees  but  spinal 
cord  recovery,  sexual  dysfunction  for  people  with  disability,  all 
those  concerns.  And  quite  frankly,  I  would  urge  you  to  consider  a 
small  increase  for  that  new  center. 
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PREPARED  STATEMENT 

We  are  at  $9.9  million.  I  would  urge  you  to  consider  a  $10  mil- 
lion increase,  doubling  the  size  of  the  budget.  I  know  that  is  a  lot, 
but  quite  frankly,  when  you  think  about  the  fact  that  what  we  are 
doing  is  so  important  for  people  who  need  to  go  back  to  work  or 
have  some  type  of  life. 

And  finally,  this  is  the  decade  of  the  brain,  and  as  you  have 
heard  this  morning,  we  hope  that  it  becomes  a  fulfilled  promise  of 
research. 

Thank  you  very  much.  Senator  Harkin. 

[The  statement  follows:] 

Statement  of  George  A.  Zitnay 

Mr.  Chairman,  on  behalf  of  the  member  organizations  of  the  National  Coalition 
for  Research  on  Neurological  Disorders  (NCR),  thank  you  for  this  opportunity  to  tes- 
tify. NCR  members  encompass  over  50  organizations — patient  groups,  medical  soci- 
eties and  scientific  societies — all  dedicated  to  eliminating  the  tragedies  due  to  neuro- 
logical disorders.  It  is  a  great  personal  pleasure  to  appear  before  you  once  again. 

There  are  three  parts  to  my  testimony  today.  First,  I  will  briefly  outline  the  tre- 
mendous scale  and  cost  of  these  disorders.  Second,  I  will  describe  the  great  advances 
made  in  treating  these  disorders  in  this  last  year  alone.  And  third,  I  will  highlight 
the  advances  in  research  which  is  currently  taking  place. 

I.  the  cost  of  neurological  disorders 

Mr.  Chairman,  Congress,  the  Administration,  business  and  consumers  are  rightly 
concerned  with  the  tremendous  pressure  health  care  costs  place  on  our  economy.  Ac- 
cording to  a  1992  study  conducted  by  the  health  economics  research  firm  of  Lewin- 
ICF: 

The  annual  costs  of  disorders  of  the  brain  and  central  nervous  system  are  esti- 
mated to  be  $401.1  billion;  These  costs  represent  7.3  percent  of  the  Gross  Domestic 
Product;  the  direct  medical  costs  of  brain  disorders  are  estimated  to  be  over  $104 
billion — ^more  than  one  out  of  every  7  dollars  we  spent  on  health  care  in  1991;  the 
cost  of  diseases  of  the  brain  is  csdculated  to  be  $1,638  per  person  in  the  United 
States,  or  $3,705  for  each  employed  person.  This  amount  is  equal  to  15  percent  of 
the  average  annual  income  for  the  American  worker;  and  neurological  disorders 
comprise  over  a  quarter  of  the  total  costs,  and  indirect  costs  greatly  exceed  direct 
costs  because  most  neurological  disorders  result  in  long-term  mnctional  limitations 
which  cause  a  loss  of  productive  capability  by  the  afflicted  individuals. 

To  put  these  staggering  figures  in  perspective,  consider  that  both  the  direct  and 
indirect  cost  of  just  one  category — dementia — is  only  slightly  less  that  the  total  Fed- 
eral spending  on  Medicare.  My  point  is  simple.  The  National  Institute  on  Neuro- 
logical Disorders  and  Stroke  (NINDS)  is  responsible  for  90  percent  of  the  research 
being  carried  out  on  these  neurological  disorders  which  cost  our  country  over  $100 
billion  annually.  As  a  society,  we  are  spending  only  $600  million  to  prevent,^  cure 
and  that  cost  over  $100  billion  or  an  investment  of  six-tenths  of  1  percent.  Isn't  the 
hope  of  cures  and  effective  preventative  measures  provided  through  the  research  at 
NINDS  worth  more  than  this?  The  members  of  the  National  Coalition  for  Research 
in  Neurological  Disorders  certainly  think  so. 

This  data  reflects  only  the  published  studies.  Many  neurological  disorders  have 
no  studies  on  their  costs.  For  instance,  take  the  concerns  raised  publicly  during  the 
last  year  about  possible  brain  tumor  or  neurological  damage  as  caused  by  cellular 
telephones  or  electromagnetic  fields.  Public  concerns  about  the  safety  of  these  tech- 
nologies can  only  be  evaluated  if  we  possess  sufficient  understanding  about  how  the 
brain  works.  Society,  through  phone  companies  and  utilities;  may  well  pour  millions 
more  dollars  into  research  to  satisfy  public  anxieties. 

II.  advances  in  the  treatment  AhTD  PREVENTION  OF  NEUROLOGICAL  DISORDERS 

Mr.  Chairman,  during  the  last  year,  the  investment  this  Committee  has  made  in 
neurological  research  has  seen  tJie  beginning  of  the  return  on  that  investment. 
Based  largely  on  the  research  supported  by  NINDS,  several  new  products  have  been 
made  available  to  consumers  over  the  past  year.  In  1993,  the  Food  and  Drug  Admin- 
istration (FDA)  approved  four  new  drugs  for  neurological  conditions.  These  drugs 
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are:  Felbatol  (Carter-Wallace),  was  the  first  major  anti-epileptic  to  be  introduced  in 
the  United  States  in  over  15  years  approved  for  the  treatment  of  epilepsy,  and  was 
in  part  developed  by  NINDS;  Neurontin  (Parke-Davis)  was  also  approved  for  epi- 
lepsy; Betaseron  (Chiron)  was  approved  for  multiple  sclerosis;  and  Cognex  (Parke- 
Davis)  was  approved  as  the  first  drug  for  the  treatment  of  Alzheimer's  disease. 

In  related  areas,  the  FDA  approved  the  following  in  1993:  Risperdal  (Janssen 
Pharmaceutica)  for  schizophrenia;  and  Effexor  (Wyeth-Ayerst)  for  depression. 

Right  now,  there  are  many  other  compounds  in  clinical  trials  for  FDA  approval. 
These  hold  great  promise  for  Alzheimer's  disease,  epilepsy,  stroke,  head  injury,  ALS, 
and  other  neurological  disorders. 

The  development  of  these  drugs  for  American  consumers  is  based  in  large  part 
to  the  research  supported  by  the  National  Institute  on  Neurological  Disorders  and 
Stroke. 

III.  CURRENT  RESEARCH 

In  terms  of  neuroscience  research,  1993  has  been  a  banner  year.  I  would  like  to 
share  with  you  the  following  breakthroughs. 

A  new  class  of  genes  has  been  identified  that  are  involved  in  early  development, 
including  that  of  the  neurological  structure. 

Two  teams  of  researchers  reported  advances  in  regenerating  severed  spinal  tissue 
in  rats,  which,  if  successfully  replicated,  may  indicate  possible  treatments  for  people 
paralyzed  by  spinal  cord  injuries. 

The  gene  for  Lou  Gehrigs  disease,  amyotrophic  lateral  sclerosis,  has,  at  long  last, 
been  identified,  holding  out  the  possibility  that  potential  therapies  may  be  close  at 
hand. 

ATP  (adenosine  triphosphate),  which  appears  in  every  living  cell,  has  been  identi- 
fied as  a  classic  neurotransmitter  that  acts  outside  cells  to  transmit  messages  be- 
tween nerve  cells  in  the  brain  and  other  parts  of  the  body.  This  may  be  a  key  break- 
through in  understanding  how  the  brain  and  the  immune  system  interact. 

Scientists  have  isolated  the  gene  the  causes  neurofibromatosis,  a  disfiguring  and 
sometimes  fatal  neurological  condition,  know  as  Elephant  Man's  disease — one  of  the 
most  common  hereditary  diseases. 

Scientists  have  reported  the  ability  to  pinpoint  the  stage  at  which  an  error  occurs 
in  a  mother's  unfertilized  egg,  causing  a  child  to  be  bom  with  Down's  syndrome. 

Researchers  have  cloned  a  crucial  brain  protein,  the  NMDA  receptor,  which  may 
eventually  lead  to  new  drugs  for  stroke,  epilepsy,  memory  loss  and  a  variety  of  de- 
generative neurological  conditions.  Now  that  the  gene  has  been  cloned,  it  can  be  re- 
produced in  large  quantities  in  the  laboratory  and  the  effectiveness  of  drugs  can  be 
tested.  When  brain  cells  are  injured  from  stroke,  and  head  traumas,  neighboring 
cells  are  poisoned  by  the  brain  and  die.  NMDA  plays  an  important  role  in  this  poi- 
soning. Tne  NMDA  receptor  is  believed  to  be  critical  in  memory,  learning,  schizo- 
phrenia and  possibly  in  tne  dementia  that  can  develop  in  AIDS. 

New  studies  have  lent  support  to  linking  a  gene  to  alcohoUsm. 

Finally,  an  intramural  research  team  working  in  the  NIPS  laboratory  of  Daniel 
L.  Alkon,  M.D.,  chief  of  the  Neural  Systems  Section  have  discovered  physiological 
differences  in  the  skin  cells  of  persons  with  Alzheimer's  disease.  This  finding  that 
could  lead  to  a  standard  battery  of  skin  tests  for  diagnosing  the  disease.  The  results 
offer  hope  that  one  day  physicians  will  ultimately  be  able  to  predict  who  is  at  risk 
for  Alzheimer's  disease. 

CONCLUSION 

Mr.  Chairman  and  members  of  the  committee,  I  am  pleased  to  say  that  the  above 
items  are  just  the  tip  of  the  iceberg.  The  research  on  neurological  disorders  is  more 
robust,  more  productive,  and  more  exciting  than  at  any  time  in  history.  Our  govern- 
ment invests  $600  million  in  research  on  neurological  disorders.  That  research  is 
the  only  real  way  to  control  the  more  than  $100  billion  in  direct  and  indirect  costs 
of  these  disorders.  This  investment  has  produced  tangible  and  meaning  changes  in 
the  lives  of  many  patients  whose  conditions  can  be  diagnosed  earUer  and  treated 
more  effectively. 

Mr.  Chairman,  there  remain  millions  for  whom  further  research  must  be  sup- 
ported to  maintain  the  hope  that  prevention,  early  diagnosis  and  more  effective 
treatment  provide  those  with  neurological  disorders.  As  promise  turns  to  reality,  the 
members  of  NCR  urge  you  to  bring  your  work  to  fruition.  We  could  ask  for  many 
millions  more  and  the  request  would  be  justified.  Instead,  we  are  asking  for  an  in- 
crease of  10  percent  over  the  President's  budget  to  maintain  the  scientific  and  clini- 
cal momentum  of  today. 

Thank  you  for  this  opportunity  to  appear  before  your  subcommittee. 
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Senator  Harkin.  Thank  you  very  much,  Doctor.  Do  you  think 
they  can  absorb  a  100-percent  increase? 

Dr.  ZiTNAY.  Yes;  I  can  tell  you  I  also  sit  on  the  NICHD  council 
which  gives  out  the  awards,  and  we  are  delighted  with  the  fact 
that  so  many  research  proposals,  outstanding  research  proposals, 
are  coming  in  that  we  cannot  fund,  and  also  the  interest  that  we 
have  generated  to  the  RFA  process  has  just  been  enormous.  I 
would  be  very  happy  to  share  that  with  anyone. 

Senator  Harkin.  Thank  you.  I  might  look  into  that  further  be- 
cause I  have  an  intense  interest  in  that  center,  as  you  know. 

Dr.  ZiTNAY.  I  know,  and  I  just  wanted  to  mention  that.  Thank 
you  very  much. 

Senator  Harkin.  Thank  you.  Doctor. 

STATEMENT  OF  DR.  ROBERT  J.  GUMNIT,  PRESffiENT,  NATIONAL  ASSO- 
CIATION OF  EPILEPSY  CENTERS 

Senator  Harkin.  Next,  for  the  National  Association  of  Epilepsy 
Centers,  Dr.  Robert  Gumnit. 

Dr.  Gumnit.  Mr.  Chairman,  I  am  Dr.  Robert  J.  Gumnit,  presi- 
dent of  the  National  Association  of  Epilepsy  Centers,  representing 
over  50  specialized  epilepsy  centers  in  the  United  States. 

One  out  of  every  10  Americans  will  suffer  a  seizure  sometime  in 
their  life,  and  about  2^2  million  people  in  the  United  States  are 
being  treated  for  epilepsy  on  any  given  day.  Epilepsy  can  affect 
anyone,  especially  children,  young  adults,  and  the  very  old.  Persons 
of  lower  socioeconomic  status,  residents  of  urban  areas,  and  minor- 
ity populations  tend  to  be  more  affected. 

I  am  here  today  to  speak  primarily  on  behalf  of  two  narrowly  fo- 
cused initiatives  that  have  a  great  promise  for  immediate  rewards. 
Delayed  treatment  greatly  increases  the  risk  of  subsequent  brain 
damage,  as  well  as  death  and  disability  from  Epilepsy.  NAEC,  in 
collaboration  with  the  Epilepsy  Foundation  of  America  and  the 
American  Epilepsy  Society  are  exploring  with  the  Centers  for  Dis- 
ease Control  a  comprehensive  strategy  to  enhance  the  ability  of  a 
broad  spectrum  of  health  care  professionals  to  diagnose  and  effec- 
tively treat  and  manage  epilepsy  and  to  provide  individuals  with 
epilepsy  and  their  families  information  on  the  benefits  of  early 
intervention  and  effective  treatment. 

Thanks  to  the  actions  of  this  subcommittee,  slightly  over 
$600,000  was  appropriated  to  initiate  this  program  in  1994.  The 
President's  budget  extends  the  CDC  Epilepsy  program  in  1995  at 
the  1994  level.  NAEC  supports  a  $500,000  increase  over  the  1995 
budget  request  for  a  total  funding  of  $1.1  million.  This  will  com- 
plete the  planning  process  and  initiate  educational  programs  for 
providers  and  consumers. 

There  is  a  great  deal  of  support  throughout  the  medical  and 
consumer  community  for  the  development  of  clinical  practice  guide- 
lines on  early  intervention  and  treatment  of  patients  with  epilepsy. 
We  were  pleased  to  see  that  epilepsy  was  included  as  a  potential 
topic  by  the  Agency  for  Health  Care  Policy  and  Research  for  their 
1994  fiscal  year.  Due  to  the  importance  and  the  need  for  guidelines 
in  epilepsy  specifically,  it  is  critical  that  AHCPR  receive  full  fund- 
ing and  be  encouraged  to  proceed  with  the  guideline  development. 
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The  agency  should  especially  be  encouraged  to  develop  mecha- 
nisms to  jointly  fund  the  development  of  practice  guidelines  with 
other  private  organizations  utilizing  the  agency's  process.  In  other 
words,  leverage  the  Government  money  and  get  on  with  the  show. 

I  would  also  like  to  urge  the  subcommittee  to  fully  support  re- 
search at  the  National  Institute  of  Neurological  Disorders  and 
Stroke.  Medical  research  has  greatly  improved  the  quality  of  life 
for  persons  with  epilepsy  and  their  families. 

PREPARED  STATEMENT 

In  summary,  we  have  three  recommendations  for  1995  appro- 
priations: Provide  an  additional  $500,000  for  the  Centers  for  Dis- 
ease Control  to  support  educational  and  outreach  programs  for 
early  intervention  in  epilepsy;  provide  adequate  funding  and  the 
required  staffing  for  the  agency  for  health  care  policy  and  research; 
generously  support  the  National  Institute  of  Neurological  Disorders 
and  Stroke,  and  I  would  like  to  congratulate  you  on  your  initiative 
for  the  health  care  research  fund.  You  have  our  strong  support. 

Thank  you  very  much. 

Senator  Harkin.  Thank  you  very  much.  Dr.  Gumnit.  Just  to  be 
sure  I  understand,  you  are  requesting  a  $500,000  increase  for  CDC 
up  to  $1.1  million? 

Dr.  Gumnit.  That  is  correct.  The  first  year  we  came  in  with  the 
modest  planning  money.  Now,  we  need  enough  to  begin  to  imple- 
ment. 

Senator  Harkin.  I  see.  I  just  wanted  to  make  that  clear.  Thank 
you  very  much.  Dr.  Gumnit. 

[The  statement  follows:] 

STATEMEhfT  OF  ROBERT  J.  GUMNIT,  M.D. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Robert  J.  Gumnit, 
President  of  MINCEP  EpUepsy  Care,  a  comprehensive  epilepsy  center  in  Minneapo- 
lis, Minnesota  and  Clinical  Professor  of  Neurology  and  Neurosurgery  at  the  Univer- 
sity of  Minnesota.  I  am  here  today  in  my  capacity  as  the  President  of  the  National 
Association  of  Epilepsy  Centers  (NAEC),  an  organization  representing  over  50  spe- 
cialized epilepsy  centers  in  the  U.S. 

The  National  Association  of  Epilepsy  Centers  makes  the  following  recommenda- 
tions for  1995  appropriations: 

1.  Provide  an  additional  $500,000  to  the  President's  budget  request  for  the  Cen- 
ters for  Disease  Control  in  support  of  the  educational  and  outreach  program  to  pro- 
mote early  intervention  for  individuals  with  epilepsy.  This  would  provide  total  fund- 
ing of  $1.1  mdllion  in  fiscal  year  1995  for  the  epilepsy  program  launched  by  your 
Committee  in  last  year's  Appropriations  Bill. 

2.  Due  to  the  critical  need  for  cUnical  practice  guidelines  in  assisting  physicians 
and  their  patients  in  making  decisions  about  appropriate  care  for  different  health 
conditions  and  particularly  for  the  evaluation  and  early  intervention  of  patients 
with  epilepsy;  provide  full  funding  and  the  required  staffing  for  the  Agency  for 
Health  Care  Policy  and  Research  (AHCPR). 

3.  Approve  the  President's  budget  request  of  $653.7  million  for  the  National  Insti- 
tute of  Neurological  Disorders  and  Stroke  (NINDS). 

BACKGROUND 

Approximately  2.5  million  people  in  the  United  States,  or  an  estimated  1  percent 
of  the  population,  have  epilepsy — a  chronic  neurological  condition  defined  as  the  oc- 
currence of  more  than  one  seizure  on  more  than  one  occasion.  Epilepsy  primarily 
affects  children  and  young  adults.  Each  year,  about  100,000  are  diagnosed  with  epi- 
lepsy, and  more  than  two-thirds  of  them  are  below  the  age  of  25.  Persons  of  lower 
socioeconomic  status,  residents  of  urban  areas,  and  minority  populations  tend  to 
bear  a  disproportionate  share  of  the  epilepsy  burden. 
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Delayed  recognition  of  the  cause  of  seizures  and  inadequate  treatment  greatly  in- 
creases the  risk  of  subsequent  brain  damage,  as  well  as  disability  and  mortality 
from  injuries  incurred  during  a  seizure.  Restrictions  in  certain  activities  such  as 
automobile  driving  and  public  prejudice  and  fear  of  persons  with  seizures  have  re- 
sulted in  the  underemployment  or  unemployment  of  an  estimated  20-30  percent  of 
people  with  epilepsy. 

CDC — EDUCATIONAL  EFFORTS  TO  PROMOTE  EARLY  INTERVENTION 

NAEC  in  collaboration  with  the  Epilepsy  Foundation  of  America  and  the  Amer- 
ican Epilepsy  Society  have  begun  to  explore  with  CDC  a  comprehensive  strategy  to 
(1)  enhance  the  ability  of  a  broad  spectrum  of  health  care  professionals  to  precisely 
diagnose  and  effectively  treat  and  manage  epilepsy  and  (2)  provide  individuals  with 
epilepsy  and  their  families  with  information  on  the  benefits  of  early  intervention 
and  effective  treatment. 

Since  most  persons  with  epilepsy  are  young,  the  potential  for  them  to  lead  produc- 
tive and  independent  lives  is  improved  if  the  chronic  symptoms  of  epilepsy  are  de- 
tected early  through  precise  diagnosis  and  effective  medicEd  as  well  as  psycho-social 
treatment.  NAEC  believes  that  CDC's  wide  experience  in  other  health  programs 
such  as  childhood  immunizations  and  breast  and  cervical  cancer  screening  can  be 
successfully  used  to  develop  a  program  that  would  enhance  the  lives  of  people  with 
epilepsy. 

NAEC  was  pleased  to  participate  in  a  preliminary  meeting  with  representatives 
of  the  epilepsy  community  and  CDC  to  identify  potential  areas  for  collaboration. 
Since  that  meeting  CDC  has  placed  responsibility  for  the  epilepsy  effort  within 
CDC's  Division  of  Chronic  Disease  Control  and  Community  Intervention.  Efforts  are 
underway,  in  collaboration  with  governmental,  professional  and  voluntary  partners, 
to  quantify  the  economic  burden  of  epilepsy;  promote  effective  medical  as  well  as 
psycho-social  treatment,  and  initiate  public  and  provider  educational  programs,  that 
use  health  communications  and  other  social  marketing  techniques. 

The  President's  Budget  extends  the  epilepsy  program  in  1995  at  the  1994  level 
of  $610,000.  A  $500,000  increase  over  the  1995  budget  request  will  provide  CDC 
with  the  necessary  fbnds  to  complete  the  planning  process  and  economic  survey  and 
initiate  educational  programs  for  providers  and  consumers.  It  is  critical  that  the  mo- 
mentum started  last  year  for  this  project  is  sustained  and  carried  into  fiscal  year 
1995  so  that  all  planned  activities  are  fully  implemented. 

AHCPR— DEVELOPING  PRACTICE  GUIDELINES  FOR  EPILEPSY 

Among  the  major  consumer,  treatment  and  research  organizations  dedicated  to 
improving  the  care  and  treatment  of  people  with  epilepsy  there  is  a  great  deal  of 
support  for  the  development  of  clinical  practice  guidelines  on  the  evaluation  and 
early  intervention  of  patients  with  epilepsy.  NAEC,  with  the  Epilepsy  Foundation 
of  America,  has  had  initial  discussions  with  AHCPR  about  the  importance  of  this 
topic  and  its  use  as  a  model  for  developing  guidelines  on  comparable  chronic  dis- 
eases. We  were  pleased  to  see  that  epilepsy  was  included  in  the  September  22,  1993, 
Federal  Register  as  a  potential  topic  being  considered  by  AHCPR  for  funding. 

Due  to  the  importance  and  need  for  guidelines  in  the  epilepsy  area  specifically, 
it  is  critical  that  AHCPR  receive  full  funding  and  be  encouraged  to  proceed  in  guide- 
line development.  Consideration  should  also  be  given  to  the  development  of  mecha- 
nisms to  allow  AHCPR  to  jointly  fund  the  development  of  practice  guidelines  with 
other  private  organizations  utilizing  the  agency's  process. 

NINDS — ENHANCE  RESEARCH  IN  SEVERE  OR  INTRACTABLE  EPILEPSY 

On  behalf  of  NAEC,  I  would  also  like  to  urge  the  Subcommittee  to  approve  the 
President's  1995  budget  for  the  National  Institute  of  Neurological  Disorders  and 
Stroke  (NINDS).  Medical  research  has  greatly  improved  the  quality  of  life  for  per- 
sons with  epilepsy  and  their  families.  The  development  of  anti-seizure  medications 
over  the  past  few  decades,  as  well  as  the  more  recent  advent  of  improved  surgical 
techniques,  has  enabled  many  people  with  the  condition  to  lead  independent  and 
productive  lives. 

More  research  is  needed  focusing  on  children  and  adults  with  intractable  epilepsy. 
For  example,  basic  molecular  neurobiology  research  being  developed  in  several  areas 
may  lead  to  a  whole  new  generation  of  more  effective  and  less  toxic  anti-seizure 
medications.  Another  area  with  great  potential  is  the  genetics  of  epilepsy.  Within 
the  past  two  years,  researchers  have  found  evidence  linking  juvenile  myoclonic  epi- 
lepsy— a  very  severe  form  of  epilepsy — to  a  specific  chromosomal  region.  We  urge 
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the  Congress  to  allocate  sufficient  funding  to  further  these  and  other  important  re- 
search efforts  of  this  Institute. 

STATEMENT  OF  ALVIN  V.  BLOCK,  PRESffiENT,  ESA,  INC. 

Senator  Harkin.  Next  we  have  Alvin  Block,  president  of  ESA, 
Inc. 

Mr.  Block.  Mr.  Chairman  and  committee  members,  I  am  Alvin 
Block,  president  of  ESA  in  Bedford,  MA.  I  am  here  to  tell  you  of 
some  practical  paths  being  explored  to  improve  human  health.  You 
first  heard  about  most  of  this  at  home  as  a  child.  Do  not  smoke, 
do  not  eat  animal  fat,  and  be  careful  in  drinking  water. 

Recently  there  has  been  a  growing  awareness  of  metabolic  imbal- 
ances that  afflict  many  people  who  may  not  always  receive  proper 
nutrition.  Also,  metabolic  imbalances  such  as  cancer  or  heart  dis- 
ease can  result  from  such  environmental  sources  as  pollution  and 
second-hand  tobacco  smoke. 

A  growing  number  of  researchers,  including  ESA,  are  involved  in 
scientifically  determining  what  foods  are  good  for  us.  They  are  in- 
vestigating the  uses  of  natural  components  in  everyday  foods  to 
treat  or  prevent  illness.  Our  top  of  the  line  electrochemical  systems 
are  being  bought  by  some  of  the  biggest  major  food  and  beverage 
companies  to  investigate  bioflavonoids.  These  are  ubiquitous  sub- 
stances sometimes  called  nutraceuticals  which  give  plants  color 
and  taste  while  imparting  attributes  essential  to  good  human 
health. 

Bioflavonoids  have  recently  been  shown  to  be  strong  antioxidants 
and  may  have  roles  similar  to  vitamin  C  and  E  and  beta  carotene 
in  resisting  cancer,  heart,  and  other  chronic  diseases.  Our  research 
with  electrochemistry  has  evolved  to  the  point  where  we  can  now 
measure  patterns  and  relationships  among  hundreds  of  substances 
simultaneously  in  a  wide  variety  of  human  tissues,  industrial  prod- 
ucts, and  foods. 

Small  alterations  in  guanine  adducts,  which  are  components  of 
human  DNA,  are  associated  with  cancer,  Alzheimer's  disease,  and 
the  aging  process  itself.  These  alterations  may  be  caused  by  envi- 
ronmental pollutants  such  as  tobacco  smoke,  and  may  warn  of  seri- 
ous problems  ahead.  Similarly,  research  into  guanine  adducts  may 
lead  to  early  intervention  in  certain  cancers  or  neurodegenerative 
diseases  and  through  diet  or  reduction  of  pollutants  defining  rel- 
atively simple  ways  to  control  afflictions. 

Before  long,  people  will  be  eating  enriched  foods  or  consuming 
specific  vegetables  to  either  treat  or  prevent  disease.  Can  you  imag- 
ine what  it  would  be  worth  if  a  popular  cola  drink  could  be  altered 
so  that  its  consumption  might  reduce  the  risk  of  heart  attack  or 
cancer?  When  that  day  comes,  this  committee  can  take  pride  from 
its  early  recognition  of  innovative  small  businesses  and  support  of 
science  outside  of  the  mainstream.  A  lot  of  ordinary  people  with 
new  jobs  will  be  grateful. 

PREPARED  STATEMENT 

I  wish  to  commend  this  committee  for  its  continued  support  of 
small  business  research  incentives  and  urge  that  your  support  not 
waiver.  Research  into  the  health  effects  of  bioflavonoids  warrants 
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increased  funding.  We  also  support  your  efforts  for  the  national  re- 
search fund. 

Thank  you. 

Senator  Harkin.  Thank  you  very  much,  Mr.  Block.  Thank  you 
very  much  for  being  here.  I  appreciate  that  very  much. 

[The  statement  follows:] 

Statement  of  Alvin  V.  Block 

Mr.  Chairman  and  Members  of  the  Committee,  my  name  is  Alvin  V.  Block,  and 
I  am  President  of  ESA,  Incorporated,  in  Bedford,  Massachusetts. 

This  Committee  has  been  very  supportive  of  my  small  company's  efforts  to  make 
its  unique  contribution  to  biomedicine  and  the  New  England  economy.  I  am  here 
today  to  tell  you  how  some  of  your  recent  actions  have  benefited  both  medicine  and 
the  economy,  and  about  some  practical  paths  that  are  being  explored  to  improve 
human  health. 

This  isn't  news.  You  first  heard  about  most  of  this  at  home  as  a  child.  There  are 
things  we  do  to  ourselves  that  can  harm  us.  Everything  from  smoking  tobacco  to 
drinking  water  to  eating  animal  fats:  many  things  we  eat  or  drink  can  make  us  ill. 
Likewise,  things  we  should  eat  but  don't  can  impair  our  health. 

Recently  there  has  been  growing  awareness  of  "metabolic  imbalances"  that  afQict 
many  people,  particularly  the  elderly  who  may  not  always  receive  proper  nutrition, 
and  others  who  because  of  ignorance  or  lack  of  money  have  poor  diets.  Also,  meta- 
bolic imbalances  can  result  from  such  environmental  sources  as  pollution  and  sec- 
ond-hand tobacco  smoke. 

Frequent  manifestations  of  metabolic  imbalances  are  cancer  and  heart  disease. 

A  small  and  growing  number  of  scientists  and  companies  are  trying  to  find  out 
precisely  what  it  is  about  certain  foods  that  are  good  for  us.  They  are  investigating 
novel  uses  of  natural  components  in  everyday  foods  to  treat  or  prevent  illness.  This 
class  of  foods  has  been  called  "nutraceuticals".  I  know  something  about  this  because 
ESA's  scientists  are  heavily  involved. 

Recently  we  learned  that  our  top-of-the-line  electrochemical  detectors  and  analysis 
systems  are  being  purchased  by  some  of  the  largest  major  food  and  beverage  compa- 
nies to  investigate  bioflavonoids.  These  are  ubiquitous  substances  that  give  plants 
color  and  taste  while  imparting  attributes  essential  to  good  human  health. 
Bioflavonoids  have  recently  been  shown  to  be  strong  anti-oxidants  and  presumably 
could  have  some  of  the  same  effects  in  resisting  cancer,  heart  and  other  chronic  dis- 
eases that  have  been  suggested  for  a  number  of  vitamins,  such  as  vitamin  C  and 
E,  and  beta  carotene,  a  precursor  to  vitamin  A. 

My  point  here  isn't  to  urge  you  to  rush  out  and  buy  vitamins,  but  to  tell  you  how 
your  support  of  basic  medical  research  in  general,  and  your  support  of  small  busi- 
ness research  incentives  in  particular,  are  beginning  to  pay  off.  Over  the  course  of 
25  years,  ESA  has  built  upon  a  growing  base  of  understanding  of  how  to  detect  and 
analyze  extremely  small  quantities  of  a  number  of  substances  in  blood  and  other 
tissues.  (We  use  the  same  technology  to  analyze  substances  in  the  workplace  and 
other  environments,  but  that  is  another  subject.)  Initially  we  focused  on  detecting 
very  small  amount  of  lead  in  pediatric  blood  samples.  As  scientists  learned  that 
even  smaller  amounts  of  lead  were  deleterious  to  health,  we  developed  increasingly 
sensitive  detectors.  Today,  we  can  detect  lead  in  blood  at  quantities  as  low  as  5  ^g 
per  deciliter  (50  parts  per  billion)  of  blood,  which  presumably  is  as  low  as  anyone 
will  want  to  measure  for  the  time  being.  In  addition,  we  are  developing  a  portable 
unit  that  will  enable  health  workers  to  get  results  instantly,  which  is  crucial  in 
helping  poisoned  children. 

Our  research  with  electrochemistry  has  evolved  to  the  point  that  we  can  now 
measure  patterns  and  relationships  among  hundreds  of  substances  simultaneously 
in  a  wide  variety  of  test  samples — including  many  human  tissues,  industrial  prod- 
ucts and  foods.  We  can  detect  and  analyze  the  composition  of  plants  at  the  level 
of  their  most  basic  components,  determining  not  only  what  is  there,  but  in  what 
quantities  and  in  what  relationships  to  other  components.  We  can  measure  these 
elementary  substances  even  while  they  are  changing,  in  composition  and  their  rela- 
tionships to  others. 

This  new  capability  has  made  it  possible  for  us  to  develop  a  useful  assay  for  gua- 
nine adducts,  small  alterations  to  human  DNA  that  are  associated  with  cancer,  Alz- 
heimer's disease  and  the  aging  process  itself.  We  believe  that  increases  in  the  num- 
bers of  these  adducts  may  be  caused  by  environmental  pollutants — such  as  tobacco 
smoke — and  that  detecting  these  increases  may  warn  of  serious  problems  ahead. 
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Our  technological  excellence  has  been  nurtured  over  the  years  in  part  by  the  fed- 
eral government,  through  SBIR  (Small  Business  Innovation  Research)  grants.  A 
year  ago,  I  urged  this  committee  to  augment  the  SBIR  program  with  new  programs 
that  would  make  it  possible  for  even  the  smallest  companies  with  worthy  ideas  to 
continue  their  inventions  through  the  difficult  development  process  into  practical 
products.  You  supported  that  idea  and  today  a  number  of  companies  are  taking  ad- 
vantage of  the  new  program,  including  ESA. 

The  idea  of  augmenting  levels  of  bioflavonoids  or  other  natural  components  in 
foods — or  fine  tuning  their  composition  in  order  to  improve  health,  is  not  one  about 
which  much  has  been  written.  But  I  predict  that  this  concept  will  be  publicized  soon 
enough.  Comparable  situations  that  come  to  mind  are  adding  iodine  to  salt  to  con- 
trol goiter,  fluorine  to  public  water  supplies  to  reduce  caries  in  teeth,  vitamin  D  to 
milk  to  assure  proper  development  of  bones,  or  enriching  flour  with  vitamins  and 
minerals  as  a  means  to  promote  general  good  health. 

What  drives  this  research  in  the  corporate  world  is  the  possibility  that  changes 
in  diet  to  alter  the  intake  of  certain  bioflavonoids  could  lead  to  enriched  common 
food  products  that  will  improve  health.  Can  you  imagine  what  it  will  be  worth  if 
a  popular  cola  drink  can  be  altered  so  that  its  consumption  might  reduce  the  risk 
of  heart  attack  or  cancer?  That  isn't  so  far  fetched. 

Similarly,  our  research  into  guanine  adducts  may  lead  us  to  intervene  early  in 
the  course  of  certain  cancers  or  neurodegenerative  diseases  and,  through  diet  or  con- 
trol of  pollutants,  find  relatively  simple  ways  to  control  these  afflictions. 

Your  mother  was  right  about  a  lot  of  things.  She  knew  smoking  wasn't  good  for 
you,  even  if  she  didn't  know  why,  and  she  was  confidently  on  the  right  track  when 
she  said  "eat  your  vegetables".  I  believe  I  can  safely  predict  that  before  long,  the 
beneficial  effects  of  bioflavonoids  and  other  plant  constituents  will  become  widely 
known  and  people  in  large  numbers  will  be  eating  enriched  foods  or  consuming  spe- 
cific vegetables  to  either  treat  or  prevent  disease. 

When  that  day  comes,  this  committee  can  take  pride  from  its  early  recognition 
of  the  potential  of  innovative  small  businesses  and  support  of  science  outside  the 
mainstream.  A  lot  of  ordinary  people  with  new  jobs  in  a  growth  industry  will  be 
grateful.  And  you  will  prove  that  your  mother  was  right. 

The  central  point  I  wish  to  make  is  that  unusual  ideas  and  non-traditional  solu- 
tions to  problems  can  come  from  unexpected  or  non-traditional  sources.  In  the  not- 
so-distant  past,  research  into  the  beneficial  aspects  of  good  nutrition  was  definitely 
a  second  order  of  priority.  This  has  begun  to  change,  but  research  dollars  continue 
to  lag  way  behind.  I  read  the  other  day  that  we  spend  a  billion  dollars  for  a  new 
drug  made  fi"om  a  tree  that  will  prolong  the  lives  of  ovarian  cancer  patients  for  just 
five  months.  It  is  possible  that  something  like  a  diet  high  in  soy  beans  or  cabbage 
would  do  the  job  better,  by  inhibiting  the  vascularization  of  the  tumors,  keeping 
them  in  check.  Scientists  at  Children's  Hospital  in  Heidelberg,  Germany,  and  else- 
where, are  working  on  that. 

I  wish  to  commend  this  committee  for  its  continued  support  of  small  business  re- 
search incentives  and  urge  that  your  support  not  waver.  Also  I  urge  you  to  take  a 
serious  look  at  some  of  the  research  now  going  on  to  understand  more  about  the 
possible  health  benefits  of  certain  plant  components.  This  research  into  nutra- 
ceuticals  warrants  increased  funding. 

Thank  you. 

Senator  Harkin.  We  have  one  person  who  I  will  not  say  does  not 
fit  in  here,  but  in  fact  Mr.  Sortun  is  from  the  National  Labor  Rela- 
tions Board,  and  I  understand  you  had  to  come  today  because  you 
could  not  be  here  on  Thursday,  is  that  correct? 

Mr.  Sortun.  Yes,  sir. 

Senator  Harkin.  I  will  tell  you  what.  I  will  get  to  you  in  just  1 
minute,  since  your  subject  is  different  from  what  we  are  tgdking 
about  here,  totally  different. 

Mr.  Sortun.  It  is  not  about  physical  and  mental  health,  it  is 
about  the  health  of  the  National  Labor  Relations  Act. 

Senator  ELarkin.  Then  we  will  talk  about  that  in  a  second. 

To  all  of  you  who  are  here,  I  appreciate  your  being  here  and  your 
support  of  this  fund.  We  are  making  some  great  strides  in  many 
areas.  Just  as  I  said  before,  in  medical  research  we  are  sort  of  at 
the  level  now  where  we  were  in  discovering,  really,  the  atom  and 
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what  comprises  the  parts  that  make  up  the  atom.  In  doing  so,  we 
understand  the  whole  structure  from  the  ground  up,  so  to  speak. 

In  the  past,  many  of  our  medical  treatments  and  interventions 
were  basically  a  treatment  or  an  intervention  without  knowing  the 
underlying  causes  and  the  underlying  molecular  structures  and  the 
genetic  problems  that  interfered  in  a  lot  of  these  diseases  and  ill- 
nesses that  we  have.  Now,  the  interventions,  the  cures,  and  the 
treatments  can  be  more  effective  and,  as  other  witnesses  have  said, 
can  be  much  more  cost  effective  than  they  have  been  in  the  past. 
The  whole  decade  of  the  brain  and  the  research  that  we  have  done 
on  that  has  proven  this  point. 

I  do  not  know  whether  it  was  you  or  someone  else  who  said  we 
have  probably  learned  more  about  the  brain  in  the  last  couple  of 
years  than  we  have  in  all  of  human  history.  And  we  are  learning 
more  every  day. 

Again,  we  need  to  continue  this  research,  and  I  am  afraid  we  are 
going  to  fall  back  if  we  do  not  have  the  funds.  I  just  keep  pointing 
to  my  charts  up  there  [indicating],  and  you  know,  when  it  comes 
down  to  the  crunch — well,  let  me  put  it  in  stark  terms.  I  mentioned 
the  LIHEAP  programs.  Maybe  some  of  you  were  here  earlier  when 
I  mentioned  LIHEAP,  low-energy  income  heating  energy  assistance 
program,  a  very  important  program.  I  mean,  it  keeps  elderly  people 
warm  in  the  wintertime.  It  is  very  important.  The  administration 
has  cut  it  by  50  percent,  I  think  knowing  full  well  that  somehow 
we  are  going  to  have  to  put  that  money  back  in  there.  You  just  can- 
not pull  the  plug. 

But  if  we  put  that  money  in,  it  has  got  to  come  from  someplace 
else.  Does  it  come  out  of  research?  I  hate  to  get  in  that  kind  of  a 
battle.  I  mean,  this  is  a  crazy  kind  of  a  way  to  determine  our  prior- 
ities. And  when  it  comes  down  to  that,  obviously,  the  inclination 
here  in  this  chamber  and  the  Senate,  and  I  think  the  House  also, 
will  be  to  meet  the  immediate  problems.  There  is  the  immediate 
problem  of  people  that  are  cold,  put  the  money  in  there.  And, 
therefore,  we  starve  the  research  that  can  help  us  on  down  the 
line.  So  that  is  why  we  need  this  fund,  to  get  us  the  money  for  the 
research. 

To  all  of  you,  I  thank  you  for  being  here.  Mr.  Block,  I  want  to 
know  more  about  your  business  entity  and  what  you  have  done  up 
there.  You  get  it  through  what  they  call  the  small  business — what 
is  it  called? 

Mr.  Block.  The  Small  Business  Innovative  Research  Program. 

Senator  Harkin.  It  is  through  NIH? 

Mr.  Block.  They  have  actually  increased  the  amount  of  funding 
per  program  that  is  funded  in  1994,  fiscal  1994.  The  numbers  have 
gone  up  from  $50,000  and  $500,000  for  phase  I  and  II  to  $100,000 
or  $600,000  and  $650,000  for  phase  I  and  II. 

Senator  Harkin.  Thank  you  again.  Thank  you  all,  Mr.  Sack,  Mr. 
Block,  and  everyone  else  for  being  here  today. 

STATEMENT    OF    HENRIK   M.    SORTUN,    PRESmENT,    THE    NATIONAL 
LABOR  RELATIONS  BOARD  UNION 

Senator  Harkin.  Mr.  Sortun,  field  examiner  from  Seattle? 
Mr.  Sortun.  Yes. 
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Senator  Harion.  And  you  are  here  testifying  on  behalf  of  the  Na- 
tional Labor  Relations  Board  Union. 

Mr.  SORTUN.  That  is  correct. 

Senator  Harkin.  Thank  you  very  much.  Please  proceed. 

Mr.  SORTUN.  Mr.  Chairman  and  honorable  members  of  the  sub- 
committee, my  name  is  Henrik  M.  Sortun.  I  am  here  to  talk  about 
the  health  of  labor  relations  in  this  country.  I  am  an  employee  of 
the  U.S.  Government,  the  National  Labor  Relations  Board.  I  am 
employed  as  a  field  examiner  in  the  regional  office  in  Seattle,  WA. 
I  am  also  president  of  the  union  that  represents  most  NLRB  em- 
ployees throughout  the  country,  as  well  as  in  the  headquarter  of- 
fices in  Washington,  DC.  My  remarks  here  are  as  president  of  the 
NLRB  union,  not  as  an  employee  of  the  U.S.  Government. 

It  is  our  belief  that  the  administration's  fiscal  year  1995  budget 
request  is  inadequate  and  continues  to  or  would  continue  to 
marginalize  the  NLRB  and  would  fail  to  furnish  any  teeth  to  the 
National  Labor  Relations  Act.  The  1994  appropriation  represented 
a  1-percent  increase  over  the  prior  year.  The  1995  request  of  $174.7 
million  is  a  2-percent  increase  over  1994  and  involves  an  employ- 
ment level  of  2,054  employees.  In  prior  years,  as  well  as  this  year, 
that  increase,  even  though  there  are  fewer  employees,  will  be  en- 
tirely eaten  up  by  increases  in  employee  salaries  and  increases  in 
rent.  So  in  net  terms,  we  are  going  backward  instead  of  forward 
instead  of  funding  the  NLRB. 

As  you  know,  cases  come  to  the  NLRB.  The  NLRB  does  not  go 
out  and  initiate  cases.  And  the  numbers  and  types  of  cases  that 
come  to  the  NLRB  depend  a  lot  on  the  social  and  economic  climate 
that  exists  in  the  country.  For  most  of  the  last  10  years  that  cli- 
mate did  not  favor  a  union  organization.  As  a  result,  case  filings 
declined.  Employers  did  not  need  the  NLRB.  Unions  and  employees 
had  no  faith  in  it. 

The  Clinton  administration  means  to  change  the  social  and  eco- 
nomic climate.  That  will  inevitably  result  in  increased  case  filings. 
Unions  and  employees,  at  least,  should  have  more  faith  in  the 
NLRB  under  the  Clinton  administration.  It  is  predicted  that  in 
1995  cases  will  increase  4.5  percent  to  approximately  43,885  cases. 

In  1981,  NLRB  employment  was  at  a  high  of  2,865,  or  811  more 
employees  than  the  fiscal  1995  request  seeks.  And  that  is  a  28-per- 
cent reduction  in  employees  to  do  an  approximate  same  amount  of 
cases.  In  1984,  when  case  filings  were  right  at  the  predicted  level 
for  next  year,  the  NLRB  budget  supported  an  employment  level  of 
2,691  employees,  640  more  than  the  fiscal  1995  request  con- 
templates. We  ask  how  are  we  supposed  to  do  our  job?  How  can 
we  enforce  the  National  Labor  Relations  Act  as  it  has  historically 
been  enforced  with  so  much  fewer  dollars,  relatively  speaking,  and 
fewer  employees. 

An  inadequate  budget  will  result  in  continued  understaffing,  lit- 
tle or  nominal  training  for  the  attorneys,  examiners,  and  clerical 
employees  of  the  agency,  restrictions  in  travel  of  board  agents  to 
go  out  into  the  field  and  investigate  cases  and  talk  to  witnesses, 
to  bring  those  witnesses  to  some  central  point  for  a  trial,  and  even 
for  judges  to  travel  to  the  sites  of  labor  disputes  for  trials.  There 
will  be  delays  in  case  handling,  not  only  at  the  board  level  but  in 
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the  regional  office  level.  People  will  have  to  wait  days,  weeks, 
maybe  even  months,  to  get  their  discharge  case  investigated. 

Senator  Harkin.  How  much?  How  long? 

Mr.  SORTIJN.  Days,  weeks,  months.  Right  now,  there  is  a  30-day 
time  target  for  investigating  cases.  That  is  not  going  to  be  met.  It 
is  not  being  met  today  and  it  is  not  going  to  be  met  in  the  future. 

Does  that  buzzer  indicate  I  should  cease  my  remarks? 

Senator  Harkin.  No;  go  right  ahead,  please  finish. 

Mr.  SORTUN.  Now,  in  addition  to  time  delays,  we  are  going  to  see 
a  radical  change  in  quality  of  work.  We  just  cannot  handle  the 
same  number  of  cases  the  same  way  we  have  done  in  the  past. 
That  is  going  to  demoralize  further  the  staff  of  the  NLRB.  It  is 
going  to  certainly  demoralize  the  public  that  we  serve  and  the  pub- 
lic is  going  to  lose  confidence  in  the  NLRB  and  as  part  of  the  Gov- 
ernment. 

Now,  the  employees  of  the  NLRB  work  for  the  Government  be- 
cause they  believe  in  public  service  and  they  believe  that  the  Gov- 
ernment should  serve  the  people.  The  employees  of  the  NLRB  also 
believe  in  collective  bargaining  and  in  protecting  the  rights  of  em- 
ployees to  organize  free  from  discrimination.  The  National  Perform- 
ance Review  has  said  that  we  need  to  create  a  Government  that 
puts  people  first,  and  in  order  to  do  that  we  also  have  to  put  the 
employees  of  the  Government  first.  This  budget  is  not  going  to  do 
either,  and  so  Congress  has  a  choice  to  make. 

PREPARED  STATEMENT 

What  is  the  National  Labor  Relations  Act  going  to  mean?  It  is 
a  very  difficult  one  for  you  all.  I  have  sat  here  through  testimony 
of  other  people  talking  about  mental  and  health  problems,  life  and 
death  things.  Getting  fired  for  union  activity  is  not  necessarily  a 
life  and  death  thing,  but  it  is  a  very  important  thing  to  a  lot  of  peo- 
ple and  is  a  prime  indicator,  we  think,  of  values  of  a  society.  And 
we  believe  very  dearly  in  the  right  of  employees  to  organize.  That 
is  our  job,  and  for  me  as  a  union  official  of  NLRB  employees,  it  is 
very  dear  to  me. 

Thank  you  for  this  opportunity,  and  I  will  be  happy  to  answer 
any  questions  that  you  have. 

[The  statement  follows:] 

Statement  of  Henrik  M.  Sortun 

Mr.  Chairman  and  honorable  members  of  the  Subcommittee,  my  name  is  Henrik 
M.  Sortum.  I  am  a  Field  Examiner  in  the  Seattle,  Washington  Regional  Office  of 
the  National  Labor  Relations  Board  (NLRB).  I  am  the  President  of  the  National 
Labor  Relations  Board  Union  (NLRBU).  I  submit  this  testimony  to  the  Subcommit- 
tee on  behalf  of  all  unit  employees  of  the  NLRB  represented  by  the  NLRBU  solely 
in  my  capacity  as  a  Union  official. 

The  NLRBU  represents  all  of  the  Regional  Office  non-supervisory  clerical,  support 
and  professional  employees  working  in  52  cities  across  the  United  States  and  in 
Puerto  Rico.  We  also  represent  clerical  and  support  employees  working  at  NLRB 
Headquarters  in  Washington,  D.C.  These  employees  number  about  1500  and  con- 
stitute the  majority  of  NLRB  personnel.  On  behalf  of  this  proud  and  dedicated 
workforce,  we  thank  you  for  the  opportunity  to  submit  this  important  testimony  con- 
cerning the  NLRB  budget  request  for  fiscal  year  1995. 

We  are,  first  of  all,  federal  civil  servants  in  both  the  competitive  and  excepted 
service.  We  chose  to  work  for  the  federal  government  because  we  believe  in  public 
service.  We  chose  to  work  for  the  NLRB  because  we  believe  that  collective-bargain- 
ing and  the  rights  of  employees  to  organize  is  in  the  public  interest.  We  also  believe 
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that  the  pubhc  interest  and  the  interest  of  NLRB  unit  employees  is  not  served  by 
the  fiscal  year  1995  NLRB  budget  request. 

For  over  a  decade,  public  service  has  changed  as  has  the  rights  of  employees  to 
engage  in  collective-bargaining.  Reductions  in  Agency  budgets  have  had  a  devastat- 
ing effect  on  the  abilities  of  federal  agencies,  like  the  NLRB,  to  continue  to  deliver 
services  to  the  public  mandated  by  the  National  Labor  Relations  Act,  as  amended. 
Budget  cuts  have  had  an  even  more  dramatic  affect  on  employee  benefits  and  mo- 
rale. Budget  cuts  are  sliced  out  of  staffing,  employee  grades  and  pay,  benefits,  train- 
ing and  adversely  affect  employees  working  conditions.  Employees  of  the  NLRB  can- 
not be  made  to  suffer  more;  something  else  has  to  give! 

The  NLRB  has  requested  funding  in  fiscal  year  1995  of  $174,700,000.  This  is  an 
increase  of  $3,426,000.  It  represents  a  2  percent  increase  over  the  fiscal  year  1994 
appropriation  of  $171,274,000.  The  fiscal  year  1994  1  percent  increase,  was  fully  ab- 
sorbed by  goverrjnent-wide  pay  increases  and  increases  in  space  rent.  The  fiscal 
year  1995  2  percent  increase  will  also  be  fully  absorbed  by  the  fiill  funding  of  with- 
in grade  increases,  promotions,  and  annualization  of  government-wide  pay  increases 
and  increases  in  space  rent.  It  is  important  to  note  that  NLRB  FTE  m  both  fiscal 
years  1994  and  1995  has  decreased.  This  has  been  a  common  theme  for  at  least  the 
last  decade. 

NLRB  employees  are  working  over  40  hour  weeks  without  extra  pay  or  leave, 
working  on  equipment  without  oenefit  of  adequate  training  and  asked  to  do  more 
and  more  without  an  increase  in  staffing,  funding  or  training.  This  systemic  under- 
funding  of  the  NLRB  has  its  genesis  in  the  early  1980's.  Indeed,  backlogs,  delays, 
Congressional  Oversight  Hearings  and  the  like,  have  been  the  rule  since  that  time. 

In  an  article  in  Financial  World,  October  26,  1993,  then  General  Counsel  Hunter 
spoke  candidly  of  the  problems  created  by  a  inadequate  budget.  Cutbacks  in  funding 
have  seriously  affected  the  Regional  Offices  where  98  percent  of  the  Board's  work 
is  accomplished.  Regional  Offices  investigate,  settle,  and  litigate  unfair  labor  prac- 
tice cases,  conduct  representation  proceedings  and  attempt  to  achieve  compliance  in 
unfair  labor  practice  cases.  Automation  has  been  achieved  at  the  expense  of  hiring 
adequate  staff  and  reductions  in  necessary  administrative  expenses  like  travel, 
printing  and  supplies. 

The  work  of  our  Regional  Offices  involves  professional  investigators,  attorneys, 
clerical  support  staff  and  Regional  management.  The  Regional  Offices  are  over- 
whelmed with  work  which  is  further  exacerbated  by  under-staffing.  The  inevitable 
result  is  delay  at  all  stages  of  a  proceeding.  The  NLRB  has  been  ordered  by  the 
Clinton  Administration  to  reduce  staffing  from  2,140  to  2,054  by  1995.  The  delays 
will  get  worse;  the  resulting  decline  of  employee  morale  will  continue;  the  public  will 
not  be  served.  The  NLRB  has  been  reducing  staff  since  at  least  1981.  1981  funding 
allowed  for  staffing  of  2,865  FTE.  Fiscal  year  1995  funding  allows  for  a  staffing  level 
of  2,054  FTE,  a  decrease  of  28  percent.  Case  intake  for  fiscal  year  1995  is  estimated 
to  be  43,885.  Even  at  the  fiscal  year  1995  funding  level,  the  Regional  Offices  of  the 
NLRB  are  currently  under-staffed  by  almost  75  positions.  Our  cases  are  increasingly 
more  complex  and  lengthy.  Yet,  NLRB  managers  expect  a  speed-up  in  case-handling 
solely  through  automation.  The  result  of  a  continued  decease  in  staffing,  has  been, 
and  will  continue  to  be,  decreasing  employee  morale  and  inadequate  service  to  the 
public.  The  two  go  hand-in-hand.  Prior  General  Counsel's  have  warned  this  Sub- 
committee of  that  result.  It  is  happening.  This  is  not  efficient  government.  We  are 
all  aware  of  Vice-President  Gore's  National  Performance  Review.  The  long-term  goal 
of  the  National  Performance  Review  is  a  government  that  puts  people  first  and  also 
puts  employees  first.  The  NLRB  fiscal  year  1995  budget  request  does  not  serve  or 
allow  for  the  accomplishment  of  those  goals. 

In  addition  to  staffing  levels  at  all-time  lows,  training  has  been  practically  non- 
existent. For  an  Agency  that  litigates  some  of  the  most  complex  cases  in  the  Nation, 
this  is  intolerable.  Former  General  Counsel  Hunter's  remarks  to  Financial  World 
vividly  details  this  situation:  "*  *  *  training  is  directly  related  to  quality.  If  you 
don't  have  funds  for  training,  that's  inconsistent  with  improving  productivity."  We 
might  add  that  it  is  also  inconsistent  with  improving  employee  morale.  It  is  not  un- 
heard of  for  employees  handling  litigation  to  inform  the  public  we  serve,  that  their 
case(s)  may  take  anywhere  from  3  to  5  years  before  a  final  conclusion.  We  cannot 
explain  that  away  under  any  stretch  of  the  imagination.  Delays  should  be  elimi- 
nated with  proper  staffing  and  training. 

We  could  go  on  and  on.  We  have  no  celebrities  speaking  on  our  behalf.  Our  celeb- 
rities are  our  hard-working,  dedicated  professional  and  clerical  employees.  They  are 
the  public  we  serve  on  a  daily  basis;  working  men  and  women  seeking  justice 
through  the  NLRB.  All  they  ask,  and  all  we  request,  is  sufficient  funding  to  improve 
benefits,  staff  the  Regional  Offices  and  eliminate  delay.  If  this  Administration  truly 
wants  to  improve  labor  relations  between  employers  and  unions  in  this  country,  and 
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wants  to  improve  labor  relations  for  federal  employees  who  serve  the  public,  the 
NLRB  must  be  funded  beyond  what  has  been  requested  for  fiscal  year  1995. 
An  appropriate  funding  level  for  fiscal  year  1995  would  be  at  least  $183,075,000: 

Current  fiscal  year  1995  request  $174,700,000 

Proper  FTE  staffing  in  the  regional  offices  6[375!000 

Training  1,000,000 

Contract  benefits 1,000,000 

Total  183,075,000 

This  amount  would  allow  the  NLRB  to  fully  staff  its  Regional  Offices,  provide  ade- 
quate training  to  employees  and  provide  Agency  unit  employees  benefits  under  their 
collective-bargaining  agreement;  benefits  which  have  continuously  been  withheld  be- 
cause of  an  inadequate  budget.  On  behalf  of  the  National  Labor  Relations  Board 
Union  and  the  unit  employees  of  the  National  Labor  Relations  Board,  I  thank-you 
for  the  opportunity  once  again  to  provide  this  testimony. 

Senator  Harkin.  What  is  the  average  amount  of  time  now  if 
someone  files  a  complaint  with  the  NLRB?  What  does  it  take  them 
to  get  through  the  whole  process? 

Mr.  SORTUN.  The  whole  process? 

Senator  Harkin.  Yes. 

Mr.  SoRTUN.  Well,  the  process  is  in  stages.  I  cannot  tell  you 
without  looking  at  some  documents  what  the  average  time  is  from 
initial  filing  to  a  fully  litigated  case  before  the  board  in  Washing- 
ton. The  agency  has  had  for  years  a  time  target  of  30  days  from 
the  time  of  filing  of  a  charge  in  a  regional  office  until  disposition 
that  a  decision  is  made  on  the  merits. 

Senator  Harkin.  That  is  a  target. 

Mr.  SORTUN.  That  is  a  target.  Now,  that  target  has  not  been  met 
for  years.  I  cannot  tell  you  the  average  days  right  now  ofi"  the  top 
of  my  head,  Senator.  But  it  stands  to  reason  if  we  had  fewer  people 
and  more  cases — and  this  is  a  people  agency,  it  is  not  one  where 
technology  can  replace  people.  Technology  can  help  type  the  briefs 
and  the  investigative  reports  and  may  even  assist  marginally  in  re- 
search. But  basically,  we  are  talking  about  people  going  out  in  the 
field,  knocking  on  doors,  talking  to  people  in  their  kitchens,  getting 
their  evidence,  and  prosecuting  in  appropriate  cases.  And  what  has 
happened 

Senator  Harkin.  Let  me  just  ask  this — excuse  me — how  many 
cases,  do  you  know  how  many  were  filed  or  how  many  complaints 
were  filed  with  the  NLRB  last  year?  I  did  not  see  that  in  your  testi- 
mony. I  am  trying  to  get  a  handle  on  this. 

Mr.  SORTUN.  Well,  if  I  remember  the  statistics  correctly,  it  is  pre- 
dicted that  in  fiscal  1995  there  will  be  43,885  cases  filed,  which  is 
a  4.5-percent  increase  over  the  previous  level.  I  did  not  do  the  math 
before  coming  here. 

Senator  Harkin.  All  right.  Oh,  I  see.  I  should  have  seen  it.  Case 
intake  estimated  at  43,885. 

You  have  been  with  the  NLRB  a  long  time. 

Mr.  Sortun.  About  23  years. 

Senator  Harkin.  What  are  most  of  those  complaints?  Is  there 
any  one  area  that  makes  up  the  bulk  of  those? 

Mr.  Sortun.  No;  most  of  the  cases  come  as  a  result  of  union  or- 
ganizational committee  activity.  When  unions  are  organizing  unor- 
ganized plants  there  is  a  lot  of  tension  and  things  happen  at  the 
workplace,   and  there   are   allegations   of  discrimination.   And   so 
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when  expectations  are  on  the  rise,  cases  arise.  When  people  are  not 
expectant  of  winning  an  organizational  campaign  cases  go  down. 

There  are  many  sections  to  the  National  Labor  Relations  Act, 
and  I  cannot  tell  you  statistically  how  many  8(a)(l)'s  or  (2)'s  or  (3)'s 
or  (4)'s  or  8(b)(l)(a)'s  or — I  just  do  not  know.  I  think  that  the  agen- 
cy's budget  documents,  which  I  have  in  my  briefcase,  probably  give 
a  breakdown  of  the  various  sections  of  the  act  that  are  alleged  in 
charges. 

Senator  Harkin.  I  am  also  on  the  authorizing  committee  for  the 
Department  of  Labor  and  for  the  NLRB,  and  quite  frankly,  you  are 
correct  in  saying  that  you  are  getting  more  cases.  I  knew  that,  I 
just  did  not  know  how  many,  and  some  of  these  cases  are  getting 
harder  all  of  the  time,  which  requires  more  work.  And  at  the  same 
time  we  are  cutting  down  on  FTE's. 

We  appreciate  your  being  here.  Thank  you  very  much. 

Mr.  SORTUN.  And  I  do  appreciate  your  taking  the  time  to  hear 
it. 

SUBCOMMITTEE  RECESS 

Senator  Harkin.  Thank  you.  We  will  do  our  best.  The  sub- 
committee will  stand  in  recess  until  9:30  a.m.,  Wednesday,  March 
2,  when  we  will  meet  in  room  SD-192  to  continue  our  public  wit- 
ness hearings  on  the  administration's  fiscal  year  1995  budget  re- 
quest. 

[Whereupon,  at  1:08  p.m.,  Tuesday,  March  1,  the  subcommittee 
was  recessed,  to  reconvene  at  9:30  a.m.,  Wednesday,  March  2.] 
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WEDNESDAY,  MARCH  2,  1994 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 

The  subcommittee  met  at  9:30  a.m.,  in  room  SD-192,  Dirksen 
Senate  Office  Building,  Hon.  Tom  Harkin  (chairman)  presiding. 
Present:  Senators  Harkin  and  Mack. 

NONDEPARTMENTAL  WITNESSES 

opening  remarks  of  senator  harkin 

Senator  Harkin.  Good  morning  and  welcome  to  the  Senate  Com- 
mittee on  Appropriations,  the  Subcommittee  on  Labor,  Health,  and 
Human  Services,  Education  and  Related  Agencies.  This  is  the  sec- 
ond day  of  our  hearings  with  public  witnesses  on  the  fiscal  1995 
budget. 

This  year  the  committee  had  requests  from  263  individuals  and 
organizations  to  testify,  but,  obviously,  because  of  the  limitation  of 
time,  we  could  schedule  only  150  who  wrote  to  us. 

I  regret  that  we  cannot  hear  everyone,  but  we  have  made  it 
known  that  those  who  did  not  make  the  cutoff  that  we  would  be 
pleased  to  publish  their  statements  in  the  hearing  record. 

In  order  to  keep  on  the  schedule,  we  have  this  red,  yellow,  and 
green  light.  There  are  3  minutes  to  summarize  the  key  points,  I 
hope,  of  your  statements. 

The  yellow  warning  light  will  go  on  when  you  have  1  minute  re- 
maining. When  the  red  light  goes  on,  I  would  appreciate  if  you 
would  get  to  the  end  of  the  statement.  This  will  insure  that  every- 
one gets  a  fair  and  equal  chance  to  address  the  subcommittee. 

I  want  you  all  to  know  that  I  have  a  procedure  that  I  use.  I  took 
this  book  home  with  me,  and  I  read  through  all  of  the  statements 
last  night,  and  I  have  underlined  and  circled  different  things. 

So  I  want  you  to  know  that  I  have  read  the  statements,  so  don't 
feel  that  you  have  to  go  through  everything.  Just  highlight  it  or 
make  the  most  salient  points  that  you  want  me  to  remember  and 
that  you  want  this  committee  to  remember  and  put  on  the  record. 

Today,  we  will  hear  witnesses  on  a  number  of  programs  funded 
by  the  subcommittee,  and  I  do  look  forward  to  the  advice  and  the 
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input  that  you  all  have,  because  we  do  have  a  pretty  tough  situa- 
tion facing  us. 

I  might  just  point  to  the  two  charts  over  here  that  I  did  yester- 
day and  I  will  do  it  every  day  that  we  have  these  hearings. 

The  reconciliation  bill  passed  last  year  freezes  our  outlays  for  the 
next  5  years.  In  fact,  the  fiscal  1995  outlays  are  less  than  what  we 
had  in  1993. 

You  can  see  that  over  here  on  this  chart  here.  If  you  look  at  our 
discretionary  outlays,  you  will  see  that  we  have  less  this  year  than 
we  had  in  1993. 

So  we  are  in  a  zero  sum  situation.  For  every  dollar  we  add,  we 
have  to  take  a  dollar  away.  In  fact,  we  cannot  even  have  inflation- 
ary growth.  Discretionary  outlays  are  $62  billion  less  than  what  we 
need  to  match  inflation. 

This  subcommittee  faces  a  serious  outlay  crisis.  The  budget  sent 
to  us  by  the  President  has  $730  million  for  the  Low-Income  Home 
Energy  Assistance  Program  [LIHEAP].  That  is  a  50-percent  cut 
from  last  year. 

Most  people  say  we  cannot  handle  that.  We  have  to  put  the 
money  in  there.  But  if  we  do,  then  where  are  we  going  to  get  the 
$650  million  that  it  is  going  to  take  to  replace  that? 

Further  squeezing  outlays  is  a  proposal  to  delay  about  $300  mil- 
lion in  obligations  to  the  Health  and  Human  Services  budget.  Plus 
there  is  a  pause. 

I  don't  know  how  you  define  that,  but  there  is  a  budget  pause 
in  indirect  cost  pa3rments  to  universities  and  other  research  institu- 
tions at  fiscal  1994  levels. 

That  accounts  for  outlay  savings  totalling  $60  million  to  $80  mil- 
lion. I  know  from  reading  through  the  statements  that  I  will  hear 
from  some  of  you  this  morning  on  the  issue  of  the  pause. 

Combined,  these  three  proposals  create  a  $1  billion  outlay  prob- 
lem for  this  subcommittee,  and  that  is  indeed  a  crisis  for  us. 

So  if  we  do  not  get  the  proper  allocation,  we  are  going  to  have 
to  make  some  tough  choices.  That  is  why  I  hope  the  testimony  that 
you  will  have  this  morning  and  the  ones  we  will  have  over  the  next 
couple  of  weeks  will  help  us  in  making  those  tough  choices. 

A^ain  in  the  interest  of  time,  I  am  going  to  request  that  several 
witnesses  come  to  the  table  at  the  same  time,  and  we  will  move 
ahead  in  that  manner. 
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LABOR  -  HHS  -  EDUCATION 
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STATEMENT  OF  CYNTHIA  EISENHAUER,  DIRECTOR  OF  THE  IOWA  DE- 
PARTMENT OF  EMPLOYMENT  SERVICES 

Senator  Harkin.  For  the  first  panel,  I  would  like  to  call  to  the 
table  Cynthia  Eisenhauer,  representing  the  Interstate  Conference 
of  Employment  Security  Agencies,  and  Dr.  Al  Healy,  representing 
the  American  Association  of  University  Affiliated  Programs  for  Per- 
sons with  Development  Disabilities. 

Would  you  come  up,  Cynthia  and  Al?  If  the  two  of  you  would 
come  up  here,  we  will  start  off  with  you. 

And  again,  I  will  say  this:  All  of  your  prepared  statements  will 
be  made  part  of  the  record  in  their  entirety. 

Cynthia  Eisenhauer,  Director  of  the  Iowa  Department  of  Employ- 
ment Services,  you  are  representing  the  Interstate  Conference  of 
Employment  Security  Agencies.  Welcome,  it  is  good  to  see  you. 

Ms.  Eisenhauer.  Thank  you,  Senator.  Thanks  for  the  chance  to 
talk  with  you  this  morning. 

The  Nation's  emplojrment  security  administrators  commend  the 
administration,  especially  Secretary  Reich  and  his  assistant,  Sec- 
retary Doug  Ross,  for  recognizing  the  importance  of  a  restructured 
system  of  reemployment  services  for  American  workers  in  transi- 
tion. 

We  stand  ready  to  help  increase  and  strengthen  the  linkages  be- 
tween unemployment  insurance  and  employment  services  in  the 
training  programs  that  are  described  in  the  Reemployment  Act. 

The  last  time  I  was  here,  I  described  to  you  the  innovations  that 
are  occurring  across  the  country  reinventing  the  employment  serv- 
ices. 
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In  many  States,  innovations  and  technology  are  being  used  to  in- 
crease job  seekers'  access  to  jobs  and  increase  employers'  access  to 
a  skilled  labor  force. 

In  Iowa  last  summer  you  may  remember  that  67  loc£il  job  service 
offices  converted  one  by  one  to  work  force  centers,  highly  auto- 
mated, user  friendly,  one-stop  shops  where  job  seekers  could  find 
jobs,  employers  could  find  a  skilled  labor  force,  and  answers  to 
their  work  force  questions,  whether  they  related  to  the  ABA,  the 
Family  Leave  Act,  worker's  compensation,  and  occupational  trends. 

Six  different  departments  in  Iowa  this  year  are  collocating  in  a 
network  of  work  force  development  centers  across  the  State  to  pro- 
vide one  system  of  emplo3nnient  in  training  services  to  all  lowans. 

There  is  one  intake  process,  one  assessment  process,  and  one  re- 
ferral process  with  access  to  all  employment  in  training  services 
available  in  the  State.  We  even  have  the  support  services  in  those 
one-stop  shops  for  transportation  and  child  care  that  are  accessible. 

Other  States  have  implemented  computer  gateways  to  programs 
operated  by  multiple  departments  which  preclude  the  necessity  of 
them  locating  under  one  roof. 

We  think  that  this  system  of  1,800  local  employment  service  of- 
fices is  a  natural  infrastructure  on  which  to  build  the  administra- 
tion's proposed  one-stop  shop. 

In  order  to  build  upon  the  existing  infrastructure,  we  suggest 
that  the  administration  channel  its  requested  $250  million  into  the 
Employment  Service  to  build  upon  the  one-stop  shop. 

The  reinvention  efforts  have  been  made  possible,  also  largely  be- 
cause of  automation  grants  that  have  been  made  available  to  the 
States. 

So  we  are  asking  that  those  automation  grants  continue.  The  $20 
million  for  automation  for  unemployment  insurance  can  be  used  to 
speed  up  benefit  payment  to  workers,  to  displaced  workers,  and 
also  to  achieve  some  efficiencies  in  administration,  and  $50  million 
for  the  Employment  Service  will  strengthen  the  one-stop  shop  ap- 
proach. 

A  key  component  of  the  Reemployment  Act  is  a  comprehensive 
labor  market  information  system.  Today,  funding  for  labor  market 
information  is  piecemeal  and  focused  at  the  national  level,  when  it 
is  local  communities  that  need  to  know  where  the  job  growth  is 
going  to  occur  so  that  students  and  dislocated  workers  can  make 
good  choices  about  the  training  they  pursue. 

And  finally,  I  want  to  mention  two  troubling  provisions  in  the 
Reemployment  Act.  Progress  toward  one-stop  shops  that  I  have  de- 
scribed that  have  occurred  across  the  country  have  been  the  result 
of  collaborations,  employment,  and  training  partners  working  to- 
gether. 

The  Reemplo3rment  Act  proposes  to  create  at  least  two  competing 
centers  in  each  local  labor  market  area.  We  think  that  this  would 
duplicate  services  and  also  undermine  the  progress  we  have  made 
so  far  in  cooperative  efforts.  We  think  States  should  be  allowed  to 
determine  their  own  service  delivery  structures  to  meet  the  goals 
of  the  Reemplo3rment  Act. 

The  other  troubling  feature  of  the  Reemployment  Act  is  its  pre- 
scriptive governments  structure. 

Senator  Harkin.  The  what? 
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Ms.  EiSENHAUER.  Prescriptive  governments  structure.  It  estab- 
lishes local  work  force  investment  boards  that  will  provide  very  im- 
portant input  into  the  operation  of  the  local  centers,  but  it  also 
says  that  the  boards  will  have  budgeting  and  staffing  authority. 

We  think  that  will  unravel  our  efforts  toward  a  State-wide  seam- 
less system  that  we  have  been  able  to  accomplish  through  collabo- 
ration. We  also  think  that  it  would  create  unnecessary  duplication, 
particularly  in  rural  areas. 

Thank  you  for  your  support  of  the  Emplo3rment  Security  System, 
and  I  would  be  happy  to  answer  any  questions  you  might  have. 

Senator  Harkin.  Thank  you,  Cynthia.  Thank  you  very  much.  My 
question  basically  had  to  do  with  how  these  local  boards  might  in- 
terrupt this  seamless  system,  but  I  think  you  have  pretty  well  told 
me  that. 

I  wish  I  had  taken  a  closer  look  at  that.  Do  you  basically  feel 
that  the  work  force  security  initiative  and  this  reemployment  sys- 
tem can  be  more  effectively,  efficiently,  and  cost  effectively  built 
upon  the  present  Employment  Service  system  that  you  have. 

Ms.  EiSENHAUER.  Yes;  in  fact  a  lot  of  progress  has  been  made  es- 
tablishing one-stop  shops  across  the  country.  We  think  that  local 
input  is  very,  very  important,  but  we  think  that  the  States  ought 
to  be  able  to  determine  the  form  that  local  input  will  take. 

Senator  Harkin.  What  was  the  thinking  behind  having  two  com- 
peting systems  in  every  labor  market  area? 

PREPARED  STATEMENT 

Ms.  EiSENHAUER.  Well,  I  think  the  idea  was  that  competition 
would  create  improve  quality  of  services.  We  believe  that  if  the  Re- 
employment Act  were  to  establish  the  goals  and  the  standards,  that 
States  could  achieve  a  high  quality  of  services  by  designing  their 
own  service  delivery  system. 

Senator  Harkin.  Thanks,  Cynthia.  Thank  you  very  much.  I  ap- 
preciate it. 

[The  statement  follows:] 

Statement  of  Cynthia  Eisenhauer 

Mr.  Chairman,  members  of  the  Subcommittee,  my  name  is  Cjoithia  Eisenhauer. 
I  am  Director  of  the  Iowa  Department  of  Employment  Services,  and  am  here  today 
representing  the  Interstate  Conference  of  Employment  Security  Agencies  (ICESA). 
ICESA  is  the  national  organization  of  state  officials  who  administer  the  nation's 
public  Emplojmnent  Service,  job  training  programs,  unemployment  insurance  laws, 
and  labor  market  information  programs. 

employment  and  training 

In  the  past  year  there  has  been  a  great  deal  of  discussion  about  re-inventing  the 
nation's  employment  and  training  system.  The  state  employment  security  agencies 
see  considerable  merit  in  the  Administration's  call  to  invest  in  linking  unemploy- 
ment, employment,  and  training  programs  to  create  a  "reemployment"  system.  How- 
ever, we  believe  the  basic  infrastructure  for  a  "re-employment"  system  already  ex- 
ists. The  core  services  and  intensive  services  outlined  by  the  Administration  in  its 
Workforce  Security  initiative  are  available  in  approximately  1,800  Employment 
Service/Job  Service  oflBces  all  around  the  country. 

The  Federal  and  State  governments  should  build  upon  this  foundation.  We  sug- 
gest that  the  $250  million  requested  by  the  Administration  for  one  stop  career  cen- 
ters be  channeled  to  the  Employment  Service.  These  resources  would  be  a  sound  in- 
vestment in  a  one-stop  career  center  system  for  unemployed,  dislocated  workers.  Al- 
ternatively, to  ensure  that  the  Emplojrment  Service  can  continue  to  provide  basic 
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labor  exchange  services  to  jobseekers  and  employers,  the  states  are  requesting 
$960.9  million  for  Employment  Service  state  allotments. 

The  Congress  has  demonstrated  its  commitment  to  assisting  dislocated  workers. 
ICESA  believes  that  the  Congress  should  continue  to  increase  that  investment  by 
funding  the  Job  Training  Partnership  Act  (JTPA)  Title  III  program  at  $1,754  billion 
for  fiscal  year  1995.  We  also  recommend  maintaining  current  funding  levels,  ad- 
justed for  inflation,  for  the  JTPA  Title  II  programs. 

Seamless  service  to  both  the  job-ready  and  those  jobseekers  in  need  of  additional 
skills  development  will  require  automated  systems  tying  employment  and  training 
programs  together.  The  states  estimate  that  a  $50  million  investment  in  Employ- 
ment Service  automation  and  $20  million  to  support  JTPA  will  make  these  vital  in- 
formation systems  and  linkages  a  reality. 

Resources  for  Trade  Adjustment  Assistance  (TAA)  are  stretched  to  the  limit.  The 
addition  of  workers  who  £ire  dislocated  due  to  NAFTA  and  additional  state  respon- 
sibilities related  to  petitions  from  workers  impacted  by  NAFTA  make  an  increase 
in  funding  for  TAA  critical. 

An  equally  critical  area  of  investment  is  for  veterans  employment  and  training 
services.  To  ensure  a  smooth  transition  of  separating  military  personnel  into  the  ci- 
vilian workforce,  ICESA  is  requesting  an  investment  of  $92.4  million  for  the  Dis- 
abled Veterans  Outreach  Program  and  $85.6  million  for  the  Local  Veterans  Employ- 
ment Representative  program.  These  specialized  veterans  employment  representa- 
tives working  in  Emplojonent  Service/Job  Service  offices  nationwide  will  help  ensure 
our  nation  does  not  abandon  the  fine  men  and  women  separating  from  the  military. 

LABOR  MARKET  INFORMATION 

Accurate  and  timely  labor  market  information  is  vital  for  economic  planning  and 
development,  monetary  policy  making,  and  financial  decision  making  by  both  gov- 
ernment and  business.  Labor  market  information  is  necessary  for  the  equitable  and 
efficient  allocation  of  resources,  program  monitoring  and  performance  measurement. 
Billions  of  dollars  will  be  misallocated  if  this  information  system  is  inadequate.  Most 
of  the  nation's  labor  market  information  is  produced  by  state  employment  security 
agencies  in  cooperation  with  the  Bureau  of  Labor  Statistics  (BLS)  and  other  federal 
agencies.  Its  funding  is  piecemeal  and  inadequate.  Frequently  legislation  requires 
state  and  area  level  information  but  provides  few  if  any  fiinds  to  collect  and  analyze 
such  data.  For  example,  the  Employment  and  Training  Administration  (ETA)  has 
not  defined  an  information  policy  consistent  with  the  legislative  requirements  of  the 
Job  Training  Partnership  Act  (JTPA).  State  agencies  must  constantly  seek  funding 
for  specific  information  products  from  other  agencies,  which  results  in  a  lack  of  con- 
sistency and  comprehensiveness. 

In  fiscal  year  1994  Appropriations  report  language,  the  Secretary  of  Labor  was 
directed  to  conduct  a  tnorough  review  of  the  nation's  labor  market  information 
needs  with  input  from  the  states.  The  research  director  for  tliat  project  was  ap- 
pointed in  January,  and  five  study  teams  have  been  established  with  representa- 
tives from  throughout  the  labor  market  information  community.  Pending  delivery  of 
the  report  to  you  by  May  1,  ICESA  makes  the  following  recommendations  relating 
to  fiinding  for  labor  market  information: 
—$80.1  million  allocated  to  state  employment  security  agencies  through  the  Bu- 
reau of  Labor  Statistics  for  federal/state  cooperative  programs.  Key  federal/state 
cooperative  programs  which  describe  the  dynamics  of  the  nation's  labor  markets 
are:  Current  Employment  Statistics;  Covered  Employment  and  Wages;  Occupa- 
tional Employment  Statistics;  Local  Area  Unemployment  Statistics;  and,  Mass 
Layoff  Statistics. 
— 14.5  million  for  state  and  local  labor  market  information  used  to  develop  JTPA 
plans.  "This  is  the  primary  federal  funding  source  for  the  production  of  substate 
economic  data  and  the  analysis  of  state  and  local  information. 
— $18.0  million  to  support  labor  market  information  requirements  of  the  Admdnis- 
tration's  revised  Workforce  Security  bill.  To  implement  this  proposal,  local  labor 
market  information  must  be  expanded  and  its  results  packaged  for  the  job- 
seeker. 
— $15.0  million  to  fulfill  the  labor  market  information  requirements  of  School-to- 
Work  legislation.  This  legislation  places  new  information  requirements  on  state 
employment  security  agencies  that  did  not  exist  previously. 
— $10.0  million  for  meeting  the  needs  of  the  Carl  E.  Perkins  Applied  Technology 
and  Vocational  Education  Act.  This  would  be  used  to  determine  state  and  local 
wage  data  and  job  skills  of  growing  occupations. 
—$12.0  million  to  continue  operation  of  the  NOICC/SOICC  (National  Occupa- 
tional Information  Coordinating  Committee/State  Occupational  Information  Co- 
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ordinating  Committee)  program.  This  is  critical  to  states'  labor  market  informa- 
tion efforts  and  is  particularly  important  in  the  education  community. 
In  summary,  state  employment  security  agencies  are  funded  by  federal  agencies 
to  produce  much  of  the  nation's  labor  market  information.  Funding  is  inadequate 
and  products  are  inconsistent.  The  national  labor  market  information  study  that 
you  requested  will  help  to  underscore  the  important  role  of  labor  market  informa- 
tion. State  employment  security  agencies  and  data  users  look  forward  to  the  release 
of  this  report  and  working  with  you  to  implement  its  recommendations. 

UNEMPLOYMENT  INSURANCE 

As  an  improving  economy  and  lower  unemplojrment  are  forecast  for  fiscal  year 
1995,  the  state  agencies  that  administer  unemployment  insurance  brace  themselves 
for  tough  financial  times.  As  workloads  drop,  so  do  administrative  funds.  We  sup- 
port the  workload  basis  for  unemployment  insurance  funding,  but  urge  you  to  recog- 
nize that  the  infi-astructure  of  offices,  computer  systems,  and  highly  trained  staff, 
such  as  those  who  adjudicate  claims  and  appeals,  must  be  maintained  even  as  work- 
loads decline. 

In  fiscal  year  1995,  the  current  base  workload  level  of  2.0  million  average  weekly 
insured  unemployment  should  be  maintained  and  normal  growth  in  tax  workloads 
(subject  employers  and  wage  records)  provided.  Funding  based  on  these  workloads 
should  be  increased  to  cover  inflation  and  higher  salary  costs — as  staff  is  reduced 
due  to  lower  unemplojmient,  average  salary  rates  increase. 

Unemployment  insurance  systems  in  most  states  are  now  highly  automated — 
making  the  need  for  resources  less  directly  related  to  changes  in  workload  than  was 
the  case  in  the  past.  Your  committee  has  recognized  this  fact  by  permitting  states 
to  carry  over  funds  for  five  quarters  in  order  to  use  them  for  automation.  Due  to 
lower  contingency  earnings  this  year,  carry  over  funds  for  automation  wUl  be  mini- 
mal next  year.  This  makes  it  imperative  that  funds  are  provided  for  automation 
grants  in  fiscal  year  1995.  In  fiscal  year  1994,  you  provided  $9  million  for  automa- 
tion grants  (a  drop  from  $18  million  in  fiscal  year  1993)  and  $5  million  for  an  infor- 
mation technology  center.  States  have  not  been  able  to  understand  the  need  for  a 
nationsd  information  technology  center — similar  design  center  efforts  in  the  past 
have  not  been  successful — and  believe  that  the  money  would  be  used  more  effec- 
tively for  direct  state  automation  efforts.  We  urge  you  to  provide  $20  million  for  un- 
employment insurance  automation  grants  in  fiscal  year  1995. 

INTEGRATED  AUTOMATION  FUNDS 

Policy  makers  at  all  levels  agree  that  unemplo5anent  insurance,  employment  serv- 
ices, job  training,  and  education  services  should  be  better  integrated.  The  lack  of 
funds  to  build  information/automation  linkages  between  programs  is  a  major  im- 
pediment to  improved  integration.  Automation  funds  are  restricted  to  the  program 
for  which  they  are  appropriated.  As  we  try  to  build  combined  data  bases  and  provide 
"seamless  service"  we  are  faced  with  unnecessary  legal  requirements  for  the  expend- 
iture of  funds  while  trying  to  provide  the  best  service  possible  to  unemployed  work- 
ers and  job  seekers.  We  urge  you  to  make  automation  funds  available  which  can 
be  used  for  automation  of  state  unemplojonent  insurance  operations,  employment 
services,  and  Job  Training  Partnership  Act  activities. 

CONCLUSION 

Finally,  I  would  like  to  highlight  ICESA's  recommendations  for  several  key  pro- 
grams: 

— Recognize  the  Emplo5mnent  Service  as  the  logical  and  appropriate  infrastructure 
for  one-stop  career  centers.  The  $250  million  requested  by  the  Administration 
to  create  one  stop  career  centers  should  be  channeled  to  the  Employment  Serv- 
ice to  expand  our  efforts  to  link  emplo3rment  services  with  unemployment  insur- 
ance, job  training,  education,  and  other  social  services. 

— States  paid  unemployment  benefits  quickly  during  the  recession  due  to  past  in- 
vestments in  automation.  Automation  grant  appropriations  are  vital  to  main- 
tain the  capacity  of  state  systems. 

— ^Recognizing  that  a  sound  labor  market  information  system  is  crucial  to 
workforce  development  policies  arid  decisions,  we  have  recommended  a  substan- 
tial investment  in  the  programs  needed  to  build  an  integrated  national  informa- 
tion system. 

— So  that  we  can  move  toward  "seamless  service"  for  jobseekers  and  employers, 
we  urge  you  to  make  automation  funds  available  which  can  be  used  to  build 
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information  gateways  between  unemployment  insurance  operations,  employ- 
ment services,  and  Job  Training  Partnership  Act  activities. 
In  sum,  our  message  is  one  encouraging  efficient  and  effective  investment  of  pub- 
lic resources  in  a  strong  workforce  development  system  built  on  the  sound  infra- 
structure that  exists  today.  With  your  help,  we  have  the  ability  to  link  unemploy- 
ment, employment,  and  training  programs  together  to  provide  seamless,  high  qual- 
ity, customer  service  to  America's  employers  and  jobseekers.  I  will  be  pleased  to  re- 
spond to  any  questions  you  might  have. 

STATEMENT  OF  ALFRED  HEALY,  M.D.,  DIRECTOR,  IOWA  UNIVERSITY 
AFFILIATED  PROGRAM 

Senator  Harkin.  Dr.  Healy,  director  of  the  University  of  Iowa 
University  Affiliated  Program  and  representing  the  American  Asso- 
ciation of  University  AffiUated  Programs.  Dr.  Healy,  good  to  see 
you  again. 

Dr.  Healy.  Good  morning  and  thank  you  for  having  us  here.  I 
would  like  to  spend  some  time  this  morning  bringing  you  up  to 
date  on  the  activities  of  the  network  of  university  affiliated  pro- 
grams that  are  dispersed  throughout  the  United  States. 

The  purpose  of  these  programs  is  to  assist  persons  with  disabil- 
ities, to  increase  their  productivity,  to  become  independent,  and  to 
become  integrated  into  the  communities  in  which  they  choose  to 
live. 

We  do  this  through  two  funding  mechanisms.  One  is  through  the 
core  support  provided  to  university  affiliated  programs  and,  second, 
through  the  training  initiatives. 

Through  your  support  over  the  recent  past,  I  am  very  pleased  to 
report  that  we  now  have  the  capacity  to  have  a  University  Affili- 
ated Program  in  every  State,  in  Puerto  Rico,  the  Virgin  Islands,  the 
District,  and  we  still,  though,  lack  the  availability  of  having  a 
training  initiative  available  for  every  UAP. 

We  currently  have  38  in  place  and  need  the  capacity  to  increase 
the  ability  of  every  UAP  to  have  a  training  initiative.  Only  when 
that  takes  place  will  each  University  Affiliated  Program  be  in  a  po- 
sition to  truly  serve  those  who  approach  them  for  services. 

As  you  also  know,  the  DD  system  has  four  interrelated  compo- 
nent parts,  the  university  affiliated  programs,  the  protection  and 
advocacy  system,  the  State  planning  councils,  and  projects  of  na- 
tional significance. 

We  were  distressed  to  hear  that  there  is  a  request  to  shift  the 
equity  within  those  funding  streams  and  to  withdraw  funds  from 
the  university  affiliated  programs  and  planning  councils  and  to  in- 
crease funding  to  the  other  two  members  of  those  interrelated  com- 
ponents. 

We  know  that  the  system  is  only  as  strong  as  all  four  parts  act- 
ing in  a  very  coordinated  and  strong  manner,  and  we  ask  for  your 
consideration  relating  to  that. 

We  also  have  great  concern,  along  with  the  millions  of  Americans 
who  are  anxious,  relating  to  health  care  reform.  We  know  that 
there  are  significant  barriers  experienced  by  persons  with  disabil- 
ities relating  to  health  care  reform,  one  of  which  relates  to  their  in- 
surance and  their  ability  to  buy  into  any  system  depending  upon 
any  iteration  that  comes  out  of  the  Health  Security  Act  and  its 
adoption,  but  specifically  if  a  gatekeeper  process  is  not  put  in  place 
relating  to  persons  with  disabilities. 
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The  UAP  system  stands  ready  to  provide  the  appropriate  train- 
ing and  knowledge  and  skills  to  health  care  professionals  who  must 
serve  in  those  gatekeeper  functions,  because  they  do  not  nec- 
essarily understand  the  full  needs  of  persons  with  disabilities. 

We,  therefore,  request  that  you  and  your  committee  appropriate 
at  least  $22  million  relating  to  the  needs  of  the  university  affiliated 
programs  and  at  least  $750  million  relating  to  the  maternal  and 
child  health  block  grant. 

We  have  been  very  pleased  to  provide  these  services  at  the  Uni- 
versity of  Iowa  from  the  support  we  have  received  from  you  as  your 
chairmanship  of  this  committee,  and  we  look  forward  to  continuing 
them  in  the  future. 

Thank  you  for  allowing  us  to  present  this  information  to  you  this 
morning. 

Senator  Harkin.  Dr.  Healy,  thank  you.  I  share  your  concern.  I 
was  greatly  upset  with  the  administration's  proposal  to  cut  the  Ma- 
ternal and  Child  Health  Block  Grant  Program.  I  cannot  think  of 
anything  that  has  been  more  effective  and  more  cost  effective  than 
that  block  grant  program. 

Dr.  Healy.  Correct. 

Senator  Harkin.  Again,  it  is  one  of  the  things  that  I  just  don't 
understand  what  possibly  could  be  their  thinking  on  that. 

But  I  don't — I  understand  what  you  are  saying  about  the  four 
elements,  that  they  have  to  be  dispersed,  you  have  to  adequately 
fund  them  all. 

What  could  possibly  be  their  thinking  about  taking  it  out  of  the 
university  affiliated  programs,  cutting  that  down,  and  moving  it 
over?  Do  you  know  what  that  is  all  about? 

Dr.  Healy.  It  is  only  robbing  Peter  to  pay  Paul.  Their  thinking 
must  be  that  it  has  to  come  from  somewhere,  and  obviously  we  are 
very  distressed  to  see  that  it  would  come  from  the  University  Affili- 
ated Program  section  of  that. 

Senator  Harkin.  Because  it  has  been  my  experience  on  this  sub- 
committee now — this  is  going  on  my  sixth  year  of  chairing  it — that 
those  four  programs  work  very  closely  together. 

Dr.  Healy.  Yes;  they  do. 

Senator  Harkin.  And  they  have  been  very  closely  intertwined, 
and  I  have  not  seen  or  heard  of  any  attempt  by  one  to  transcend 
the  other,  so  to  speak.  I  have  not  seen  that  anjrwhere.  So  I  am  not 
certain  again  where  this  came  from. 

PREPARED  statement 

Dr.  Healy.  Well,  we  would  certainly  not  like  to  see  it  as  a  prece- 
dent. 

Senator  Harkin.  I  don't  understand  either.  The  whole  issue  of 
the  gatekeepers,  of  course,  is  one  that  I  have  raised  repeatedly  in 
terms  of  the  health  care  system. 

We  had  a  hearing  a  couple  of  weeks  ago  on  how  the  health  care 
bill  affects  the  people  with  disabilities,  and  this  was,  of  course,  a 
big  issue  as  to  managed  care  systems  and  having  those  gatekeepers 
in  there.  So  we  will  pay  attention  to  that,  I  can  assure  you,  as  we 
go  through. 

[The  statement  follows:] 
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Statement  of  Alfred  Healy 

Good  morning,  Senator  Harkin.  My  name  is  Alfred  Healy  and  I  serve  as  the  direc- 
tor of  the  Iowa  University  Affiliated  Program  at  the  University  of  Iowa.  I  am  here 
today  on  behalf  of  the  network  of  University  Affiliated  Programs  (UAP)  to  update 
you  on  the  activities  of  the  58  UAP's  supported  by  the  Developmental  Disabilities 
Assistance  and  Bill  of  Rights  Act  and  the  26  UAP's  supported  by  Title  V,  the  Mater- 
nal and  Child  Health  Block  Grant. 

UAFs  target  their  activities  to  support  the  independence,  productivity  and  inte- 
grations into  the  community  of  individuals  with  developmental  disabilities  and  their 
families,  as  well  as  to  improve  the  health  and  life  outcomes  for  children  with  dis- 
abilities, and  other  special  health  care  needs.  A  principle  means  by  which  UAP's  re- 
spond to  these  needs  is  by  preparing  personnel  for  careers  in  the  field  of  devel- 
opmental disabilities  and  chronic  health  conditions  so  they  may  implement  commu- 
mty-based,  family-centered  coordinated  supports  and  services.  UAP's  also  provide 
technical  assistance  and  community  training  to  state  and  local  services  providers. 
Moreover,  they  may  provide  direct  services  to  individuals  with  developmental  dis- 
abilities and  their  families.  UAP's  disseminate  information,  including  applied  re- 
search and  best  practices.  In  addition,  thirty-eight  UAFs  operate  specialized  train- 
ing initiatives  which  are  designed  to  provide  personnel  with  the  skills  necessary  to 
support  such  activities  at  the  community  level.  With  every  $1  of  support  from  the 
Developmental  Disabilities  Act,  UAP's  leverage  $28  from  other  sources.  This  is  one 
measure  of  the  increasing  role  and  impact  UAP's  have  in  every  state  across  the  na- 
tion. 

Senator  Harkin,  when  you  became  chairman  of  this  Subcommittee,  you  initiated 
a  vigorous  expansion  of  the  nationad  network  with  the  objective  of  assuring  that 
every  state  in  the  union  has  an  UAP  capacity.  I  am  happy  to  report  that  sufficient 
funds  were  appropriated  in  fiscal  year  1994  to  ensure  a  program  in  each  of  the  50 
states,  the  District  of  Colimibia  and  the  Virgin  Islands. 

Our  next  goal,  as  outlined  in  the  most  recent  reauthorization  of  the  DD  Act,  is 
for  UAFs  to  reach  a  level  playing  field  as  a  full  partner  in  the  DD  system.  This 
will  be  accomplished  when  every  UAP  has  the  opportunity  to  operate  a  special 
training  initiative.  Approximately  38  UAP's  operate  such  projects  to  address  a  num- 
ber of  urgent  issues  including  early  intervention,  aging,  direct  care  personnel  prepa- 
ration, positive  behavior  management  and  assistive  technology.  The  1994  reauthor- 
ization added  training  on  the  Americans  with  Disabilities  Act  to  this  list.  These 
projects  are  selected  in  close  consultation  with  consumer  organizations  represented 
by  the  Consortium  for  Citizens  with  Disabilities.  The  fiscal  year  1994  appropriation 
will  allow  18  training  projects  to  be  added  to  the  network. 

These  specialized  training  initiatives  help  ensure  the  quality  of  tomorrow's  service 
and  supports  providers  which  are  necessary  to  successfully  implement  such  critical 
programs  as  Part  H  of  the  Individuals  with  Disabilities  Education  Act.  Some 
300,000  children  are  eligible  for  Part  H  services,  yet  over  three-quarters  of  the 
states  report  a  lack  of  trained  personnel  in  almost  every  critical  early  intervention 
service  discipline.  Moreover,  a  large  number  of  direct  care  personnel  and  those 
trained  in  meeting  the  needs  of  older  individuals  are  needed  as  states  move  to  in- 
crease community-based  living  arrangements  for  individuals  with  developmental 
disabilities  who  currently  reside  in  costly  congregate  care  facilities  such  as  nursing 
homes  and  institutions  in  which  individuals  may  not  be  receiving  the  services  and 
supports  they  need  to  maximize  their  opportunities  for  independence  and  productiv- 
ity. 

The  current  Iowa  UAP  training  project  will  provide  people  with  disabilities  the 
knowledge,  and  skills  necessary  to  serve  as  their  own  advocates,  so  they  may  effec- 
tively communicate  with  public  and  private  policy-brokers  and  decision-makers.  We 
anticipate  the  program  will  provide  two  hundred  people  per  year  such  proactive 
abilities. 

We  are  also  pleased  to  have  been  awarded  a  training  grant  fi-om  the  Maternal 
and  Child  Health  Bureau.  This  award  has  provided  the  stipends  for  us  to  recruit 
future  leaders  for  training  in  ten  different  disciplines,  each  of  which  is  critically 
needed  if  a  full  array  of  supports  and  services  are  to  be  available  to  Iowa  children 
with  disabilities  or  chronic  illnesses  and  their  families.  Of  particular  note  is  the  fact 
that  this  grant  directly  links  an  MCHB  UAP  with  a  state  Title  V  agency  and  its 
program  for  Children  with  Special  Health  Care  Needs. 

Senator  Harkin,  the  activities  of  the  Iowa  UAP  that  are  supported  by  the  Admin- 
istration on  Developmental  Disabilities  and  now  the  Bureau  of  Maternal  and  Child 
Health  are  making  significant  contributions  to  the  delivery  of  quality  health  care 
services  to  lowans  with  disabilities.  For  just  one  example,  we  have  recently  joined 
with  other  state  agencies  to  initiate  a  statewide  training  program  for  physicians  re- 
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garding  providing  EPSDT  services  to  thousands  of  Medicaid  eligible  Iowa  children. 
Simply  put,  these  programs  must  be  maintained  and  expanded. 

I  was  gravely  disappointed  with  the  President's  recommended  cuts  to  both  the  DD 
UAP's  and  the  MCH  funding  which  supports  our  activities.  The  developmental  dis- 
abilities system  is  comprised  of  four  inter-dependent  programs:  the  state  planning 
councils,  the  protection  and  advocacy  systems,  UAP's  and  projects  of  national  sig- 
nificance. Unioitunately,  while  the  overall  dollars  recommended  for  the  DD  system 
remain  at  the  fiscal  year  1994  level,  both  the  planning  councils  and  the  UAP's  are 
slated  for  cuts.  The  system  of  providing  supports  to  individuals  with  developmental 
disabilities  and  their  families  is  only  as  strong  as  each  of  the  components.  As  you 
know,  each  of  these  programs  has  gone  without  sufficient  financial  support  for  dec- 
ades. Only  by  equitably  distributing  resources  to  the  entire  DD  system,  individuals 
with  developmental  disabilities  and  their  families  are  best  supported.  Robbing  Peter 
to  pay  Paul  is  not  the  solution. 

The  proposed  reduction  in  the  Maternal  and  Child  Health  Block  grant  set-aside 
will  dramatically  affect  the  health  care  services  infrastructure  throughout  the 
states.  The  simple  truth  is  that  without  additional  resources,  health  care  reform 
cannot  be  meaningfully  implemented  if  the  nearly  10  million  children  with  chronic 
health  disorders  or  the  2  million  children  who  meet  federal  disability  guidelines  con- 
tinue to  have  their  independence  limited  due  to  the  shortage  of  quality  trained  med- 
ical, nursing,  nutritional,  dental  and  other  therapeutic  service  providers.  In  addi- 
tion, as  an  integral  member  of  an  academic  health  care  center,  our  UAP  faces  fiscal 
restraints  regarding  the  funding  of  health  care  training  programs  similar  to  those 
faced  by  all  other  academic  health  centers. 

We  are  all  aware  of  the  awesome  task  facing  this  Nation  regarding  health  care 
reform.  As  other  have  said,  the  current  national  debate  focuses  on  benefits  for  per- 
sons who  are  well  or  who  have  categorical  medical  disorders.  We  have  heard  essen- 
tially no  discussion  regarding  the  needs  of  those  who  experience  chronic  illness  or 
who  have  functional  disabilities  or  activity  limitations.  Our  particular  concern  re- 
lates to  those  physicians  or  other  health  care  providers  who  will  serve  as  "gate- 
keepers" into  tne  health  care  system  for  individuals  with  such  disorders.  In  what- 
ever system  of  health  care  reform  is  finally  accepted,  "gatekeepers"  must  be  truly 
knowledgeable  of  the  need  for  medical,  nursing,  nutritional,  dental  and  other  thera- 
peutic needs  of  persons  with  disabilities  and  they  must  not  act  as  barriers  to  true 
need  in  the  name  of  cost  containment.  The  UAP  system  stands  ready  to  assist  phy- 
sicians or  other  health  care  provider  "gatekeepers"  to  achieve  the  necessary  atti- 
tudes, knowledge,  skills  and  behaviors  required  for  them  to  act  as  informed 
facilitators  into  the  health  care  system  for  individuals  with  disabilities,  special 
health  care  needs  and  other  activity-limiting  disorders. 

I  am  requesting  two  specific  actions  on  behalf  of  the  UAP  network:  First,  that  an 
appropriation  of  $22  million  be  provided  for  the  UAP  system  in  fiscal  year  1995. 
Second,  I  ask  that  you  appropriate  $750  million  for  the  Maternal  and  Child  Health 
Block  Grant. 

Thank  you  for  this  opportunity  to  share  with  you  and  your  colleagues  information 
that  is  vital  to  the  continued  growth  of  needed  supports  for  all  people  with  devel- 
opmental disabilities,  chronic  illness,  and  other  functional  activity  limiting  dis- 
orders. I  would  be  pleased  to  respond  to  any  questions  you  or  your  colleagues  may 
have.  Thank  you. 

Senator  Harkin.  Cynthia,  one  last  thing.  Tell  me  again — I  want 
to  get  it  clear  in  my  head — how  the  local  investment  boards  will 
undermine  this  seamless  system.  This  seamless,  obviously  is  what 
we  want,  one-stop  shopping,  a  seamless  system.  How  do  the  local 
investment  boards  undermine  that? 

Ms.  ElSENHAUER.  Well,  the  local  work  force  investment  boards 
will  perform  a  very  important  function  by  providing  input  and 
oversight  of  the  centers  in  the  system. 

What  we  believe  will  hurt  the  system  is  to  give  the  local  work 
force  investment  boards  the  budget  and  hiring  authority  so  that 
they  will  have  their  own  budget,  their  own  staff,  that  will  increase 
administrative  costs  for  the  whole  system. 

In  some  cases,  that  may  be  appropriate,  in  metropolitan  areas, 
for  example.  But  we  are  not  sure  that  would  be  appropriate  in  all 
States,  in  all  local  labor  market  situations  in  local  market  areas. 
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We  just  think  States  ought  to  have  the  option  to  determine  their 
service  delivery  system. 

We  think  the  Reemployment  Act  should  guarantee  or  require 
some  level  of  local  input.  We  think  that  is  very  important,  but  we 
don't  think  it  should  prescribe  to  us  what  that  structure  will  be. 

Senator  Harkin.  I  understand.  Thank  you  both  very  much. 
Thanks  for  being  here. 

STATEMENT  OF  JOHN  CALHOUN,  EXECUTIVE  DHIECTOR,  NATIONAL 
CRIME  PREVENTION  COUNCIL 

Senator  Harkin.  Our  next  panel  will  be  National  Crime  Preven- 
tion Council,  John  Calhoun;  American  Vocational  Association, 
Jesse  Hudson;  the  National  Job  Corps  Coalition  and  Home  Build- 
ers Institute,  Vera  Ford;  National  Council  of  Social  Security  Man- 
agement Associations,  Mary  Chatel;  Population  Association  of 
iWerica  and  the  Association  of  Population  Centers,  Clifford  Clogg. 

So  if  you  could  all  climb  up  there.  We  will  just  go  down  the  list 
as  I  call  them.  First  of  all,  the  Executive  Director  of  the  National 
Crime  Prevention  Council,  John  Calhoun. 

Mr.  Calhoun.  Thank  you,  Mr.  Chairman.  It  is  a  delight  being 
here.  I  was  formerly  Commissioner  of  the  Administration  for  Chil- 
dren, Youth,  and  Families  under  President  Carter,  and  my  pres- 
ence here  is  probably  somewhat  odd  in  that  I  am  not  going  to  be 
asking  for  money  but  suggesting  some  configuration  of  spending  as 
crime  disrupts  education,  the  work  force,  and  vitiates  our  health 
and  our  health  care  system. 

The  causes  of  crime  are  not  super  mysterious:  collapse  of  fami- 
lies, anonymous  neighborhoods,  youth  treated  as  consumers  rather 
than  contributors,  parents  increasingly  raising  kids  alone  without 
the  support  of  neighbors,  high  school  dropouts,  pregnant  teens, 
children  are  not  safe,  the  availability  of  guns. 

As  one  teen  in  Oakland  said  poignantly,  "Why  is  it  I  can  get  a 
gun  next  door  but  have  to  take  a  bus  to  get  my  school  supplies?" 
And  they  have  increasingly  less  contact  with  adults. 

We  have  to  have  many  arms  for  kids,  cutting  the  pregnancy  and 
dropout  rate,  effective  grassroots  programs,  but  I  would  submit  to 
you  today  that  our  social  vocabulary  is  impoverished  and  that,  al- 
though there  are  huge  numbers  of  victims  with  legitimate  issues, 
we  need  to  say  to  kids,  'Tou  are  part  of  us.  We  need  you." 

Comprehensive  crime  prevention  programs  have  succeeded.  We 
have  done  a  great  deal  of  work  in  Texas  with  mayors  and  local  citi- 
zens, the  undergirding  thesis  being  that  nothing  will  change  unless 
everyone  says  they  will  do  something:  health,  business,  cops,  kids, 
et  cetera. 

We  applaud  Secretary  Rile^s  safe  and  violence  free  schools.  We, 
too,  have  run  school-based  programs  and  curricula  and  are  working 
very  closely  with  them. 

We  have  also  worked  with  CSAP,  both  with  community  pro- 
grams, as  well  as  in  the  flood  States.  They  asked  us  to  get  involved 
with  them  to  help  with  youth  recreation,  and  we  said,  "Well,  why 
not  have  the  kids  identify  some  of  the  problems  and  they  craft  the 
solutions?"  and  it  has  been  quite  exciting  to  watch  that  transpire. 

We  have  worked  in  some  pretty  tough  areas  to  see  what  local 
folks  too  poor  to  move  out  could  do  to  stop  crime  and  build  commu- 
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nities,  one  of  which  was  in  Des  Moines  where  they  got  rid  of  push- 
ers and  users  and  closed  some  crack  houses,  then  transmuted  a  bar 
which  bristled  with  drug  abuse  activity  into  a  center  for  Afro-Amer- 
ican teens. 

Successful  crime  prevention  programs  mean  community  inter- 
dependence. We  know  that  guns  in  the  hands  of  kids  is  trouble. 

It  is  interesting  to  note  that  a  teddy  bear,  from  a  consumer  safe- 
ty protection  perspective,  one  that  can  scratch  the  tender  cheek  of 
a  child  or  whose  button  eye  can  be  swallowed,  has  many,  many  reg- 
ulations and  has  been  subject  to  recall,  and  that  an  AK-47  has 
none. 

You  do  not  have  crime  in  your  title,  but  in  the  health  care  sys- 
tem you  are  paying  roughly  $14.5  billion  a  year  in  gun-related  acci- 
dents, homicides,  and  all  the  attendant  costs  there. 

PREPARED  STATEMENT 

So  as  you  are  looking  at  decisions  for  the  future  with  the  many 
programs  under  your  aegis,  I  am  delighted  to  assist  in  whatever  I 
can  to  put  my  conceptual  and  programmatic  aura  in.  Thank  you  for 
this  opportunity  on  this  snowy  day. 

Senator  Harkin.  I  read  your  testimony  last  night.  It  was  very 
thought  provoking.  I  appreciate  it  very  much. 

Mr.  Calhoun.  Thank  you. 

Senator  Harkin.  I  may  have  a  couple  questions  here. 

[The  statement  follows:] 

Statement  of  John  A.  Calhoun 

Thank  you,  Chairman  Harkin,  for  providing  me  the  opportunity  to  discuss  with 
you  today  the  relationship  between  the  work  of  the  National  Crime  Prevention 
Council — to  prevent  crime  and  build  safer,  more  caring  communities — and  the  pro- 
grams under  your  Subcommittee's  jurisdiction. 

I  have  appeared  before  this  Subcommittee  in  past  years  to  discuss  how  the  pro- 
grams funded  in  your  bill  help  communities  throughout  the  United  States  address 
the  causes  of  crime.  Your  Subcommittee's  work  is  not  normally  considered  crime- 
related.  Nevertheless,  the  programs  which  you  fund  directly  affect  our  quality  of  life 
and  the  strength  of  our  communities.  Crime  disrupts  education.  Crime  costs 
workforce  productivity.  Crime  vitiates  our  health  care  system. 

I  would  like  to  share  with  you  several  known,  underlying  causes  of  crime,  vio- 
lence, and  substance  abuse.  Time  allows  me  to  mention  only  a  few: 
—Children,  given  the  collapse  of  families  and  increasingly  anonymous  neighbor- 
hoods, are  alone,  isolated.  Isolation  kills  individuals  and  communities. 
— ^Youth  today  are  treated  as  consumers  versus  contributors.  Youth  must  be  treat- 
ed as  resources. 
— Parents,  increasingly,  raise  children  alone  without  the  support  of  caring  neigh- 
bors. This  is  both  wrong  and  impossible — for  the  parents  and  the  neighbors. 
— ^High  school  dropouts  and  teen  single  parents  are  neither  good  role  models  nor 
good  parents  of  kids.  They  are  poorer,  abuse  more,  face  bleak  futures,  and  their 
children — because  of  poor  parenting — get  in  trouble  with  alarming  frequency. 
— Children  aren't  safe.  Not  only  are  kids  being  killed  at  obscenely  high  rates  by 
guns,  but  guns  are  often  more  convenient  than  adults  can  imagine.  One  teen 
from  Oakland  said  plaintively,  "Why  is  it  that  I  can  get  a  gun  down  the  block 
but  I  have  to  take  a  bus  to  get  school  supplies?"  And  child  abuse  continues  to 
rise.  Violence  done  to  children  can  spawn  violence  later  by  the  victim.  We  know 
that. 
— Children  have  less  contact  with  adults:  increasingly  their  value  purveyors  are 
peers  and  television.  Youth  must  be  given  responsibility  and  'claimed."  We 
must  communicate  to  them  that  they  are  needed. 
In  order  to  prevent  violence,  we  must  have  many  arms  for  children.  We  must 
strengthen  families,  schools  and  communities.  We've  got  to  cut  the  teen  pregnancy 
and  drop  out  rates  and  help  train  for  and  provide  jobs.  We  must  learn  from  effective 
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grassroots  programs  and  give  youth  an  opportunity  to  serve.  The  cause  of  compas- 
sion— helping  kids — is  not  antithetical  to  asking  for  something  in  return.  Our  social 
policy  vocabulary  is  impoverished.  We  patronize  kids.  We  have  tended  to  make  ev- 
eryone a  victim.  Yes,  tnere  are  victims  and  terrible  wounds,  but  we've  also  got  to 
communicate  to  kids,  'Tou've  got  a  skill  that  someone  needs  now.  We  need  you." 
Finally,  we  must  make  all  kids  safe. 

These  are  tall  tasks,  and  the  federal  government  can  play  a  role.  That  role,  in 
addition  to  supporting  successful  programs  such  as  Head  Start  and  Job  Corps, 
should  be  to  encourage  local  collaboration  and  to  provide  seed  money  for  expanding 
promising  local  and  national  programs. 

Comprehensive  community  approaches  to  preventing  crime  have  succeeded.  Local 
collaboration  is  difficult  to  promote  when  federal  agencies  are  not  properly  coordi- 
nated. As  this  Subcommittee  well  knows,  creating  interagency  cooroination  is  chal- 
lenging, especially  during  a  period  of  decreasing  resources.  Interagency  coordination 
is  essential,  however,  if  the  federal  government  is  to  successfully  encourage  collabo- 
rative local  efforts  to  prevent  crime,  violence  and  substance  abuse.  Peter  Edelman, 
Counsel  to  the  Secretary  of  Health  and  Human  Services,  is  doing  excellent  work  in 
this  area.  I  urge  you  to  support  his  efforts.  We  have  seen  what  wonderful  fruit  col- 
laboration can  bear  through  our  work  in  the  core  city,  and,  more  recently,  with 
seven  of  the  largest  cities  in  Texas  through  a  program  called  the  Texas  City  Action 
Plan  to  Prevent  Crime  (T-CAP).  This  was  funded  by  the  Bureau  of  Justice  Assist- 
ance, Office  of  Justice  Programs. 

During  the  past  several  years  we  at  NCPC  have  begun  working  more  directly 
with  agencies  funded  by  your  Subcommittee:  the  U.S.  Department  of  Education; 
Center  for  Substance  Abuse  Prevention;  and  the  Centers  for  Disease  Control  ana 
Prevention. 

We  applaud  Secretary  Riley's  Safe  and  Violence  Free  Schools  Initiative,  and  we 
urge  the  Committee  to  fully  fund  the  programs  under  this  initiative.  In  cooperation 
with  the  National  Institute  for  Citizen  Education  and  the  Law  (NICEL),  NCPC  de- 
veloped and  runs  a  program  called  Teens,  Crime,  and  the  Community,  a  curriculum 
which  has  reached  500,000  young  people  in  over  500  schools  in  40  states.  Teens, 
Crime,  and  the  Community  has  been  largely  funded  through  the  Department  of  Jus- 
tice's Office  of  Juvenile  Justice  and  Delinquency  Prevention  (OJJDP).  TCC  combines 
education  and  action  to  reduce  the  high  level  of  teen  victimization  and  to  empower 
teens  to  become  active  agents  of  change  in  making  their  schools  and  communities 
safer.  With  the  support  of  the  Department  of  Education  we  can  expand  this  program 
to  help  tiie  next  generation  of  Americans  reduce  crime,  violence  and  substance 
abuse. 

During  the  past  several  years  this  Subcommittee  has  encouraged  the  Center  for 
Substance  Abuse  and  Prevention  (CSAP)  to  work  with  NCPC  on  community  and 
youth  substance  abuse  prevention  strategies.  I  am  pleased  to  report  that  CSAP  has 
contracted  with  NCPC  to  implement  a  program  called  Youth  as  Resources  (YAR)  in 
communities  severely  damaged  by  the  1993  Mississippi  floods.  YAR  "reclaims"  youth 
by  provi(^g  them  the  opportunity  to  design  and  run  community  service  projects. 
YAK  was  established  six  years  ago  through  a  grant  from  the  Eli  Lilly  Foundation. 
Independent  evaluations  of  the  program  show  exceptionad  results.  Youth  show  gains 
in  confidence,  competence,  educational  achievement,  and  their  behef  in  and  commit- 
ment to  service  endures.  We  look  forward  to  expandiing  YAR  to  support  CSAP's  mis- 
sion to  reduce  the  high  rate  of  violence  and  youth  substance  abuse. 

The  Council  supports  continued  funding  for  CSAFs  Comniunity  Prevention  grant 
program,  and  we  support  focusing  the  program  on  harnessing  existing  community 
energies  directed  to  crime  and  drug  abuse  prevention.  In  1989,  the  Council,  under 
a  three  year  Department  of  Justice  (Bureau  of  Justice  Assistance,  Office  of  Justice 
Programs)  grant,  developed  and  managed  a  grant  program  called  Community  Re- 
sponses to  Drug  Abuse.  The  CRDA  prograim  supplemented  existing  community  pre- 
vention programs  with  small  grants,  in  the  range  of  $25,000  per  year.  All  ten  of  the 
Community  Responses  to  Drug  Abuse  programs  have  received  local  support  to  re- 
place federal  ftinding.  The  evaluations  were  outstanding  because  federal  funds  were 
used  to  fund  local  groups  to:  form  task  forces,  define  community,  set  short  term 
goals  (e.g.,  closing  crack  houses),  and  set  long  term  goals  (e.g.,  keep  local  schools 
open  early  and  late  as  safe  havens  for  kids). 

The  Council  also  supports  this  Subconunittee's  efforts  to  encourage  the  Centers 
for  Disease  Control  and  Prevention  to  develop  programs  to  prevent  and  control 
youth  violence.  The  CDCP  has  done  an  extraordinary  job  defining  the  problem — de- 
termining the  nature,  incidence,  and  patterns  of  violence.  The  CDCP  should  be  pro- 
vided the  necessary  resources  and  encovu-agement  to  build  partnerships  with  other 
organizations  working  to  prevent  violence,  and  to  involve  the  health  professions  in 
comprehensive  community  prevention  initiatives.  The  health  professionals  are  a  key 
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component  in  any  comprehensive  community  approach  to  crime,  violence,  and  sub- 
stance abuse.  Like  law  enforcement,  the  health  professions  cannot  do  it  alone.  The 
Council  would  be  delighted  to  assist  CDCP  in  whatever  way  it  can. 

The  Council  and  the  members  of  this  Subcommittee  know  that  crime  prevention 
is  more  than  simply  a  justice  issue.  Successful  community  crime  prevention  results 
from  an  inter-dependence  of  individuals  and  their  families  with  law  enforcement, 
education,  business,  churches,  health  professions,  social  and  housing  organiza- 
tions— those  basic  entities  that  make  a  community  work. 

While  I  know  this  subcommittee  does  not  oversee  gun  control  issues,  the  con- 
sequences of  gun  violence  are  paid  for  under  your  bill.  According  to  Wendy  Max  and 
Dorothy  Price,  writing  in  the  Winter  1993  issue  of  Health  Affairs,  "Firearm  injuries 
cost  society  $14.4  billion  in  1985."  (176).  Twenty-five  percent  of  emergency  room  ad- 
missions are  for  gun  shot  wounds. 

And  we  know  that  guns  in  the  hand  of  youth  make  our  schools  unsafe;  many  chil- 
dren do  not  attend  schools,  fearing  violence. 

Because  this  Subcommittee  pays  for  the  cost  of  gun  violence,  I  believe  we  should 
focus  on  guns  from  a  consumer  safety  perspective.  A  teddy  bear  which  can  scratch 
a  child  or  one  of  whose  eyes  a  child  might  swallow,  has  stringent  licenses  and  has 
been  subject  to  recall.  A  semi-automatic  gun?  None. 

Think  of  cars  in  the  '50's  (yes,  I  can  remember  them).  The  message  was,  "drive 
safely — you're  tired,  pull  over."  It  was  the  person,  not  the  implement.  But  things 
changed.  Somebody  had  the  bright  idea  in  the  late  1950's  that  cars  hurtling  at  each 
other  at  70  mph,  going  in  opposite  directions,  might  be  a  bad  idea,  so  up  came  me- 
dian barriers.  They  are  now  standard.  And  now  we  have:  driver's  education;  licens- 
ing; deterrents;  barrier  rails  between  lanes;  reinforced  car  bodies  that  won't  fold  like 
accordions  upon  impact;  tire  requirements  so  that  when  punctured  won't  explode 
and  flip  the  car;  and  banning  of  certain  cars  from  roadways,  e.g.  dragsters  (but  you 
can  use  a  dragster  on  an  authorized  track  just  as  you  could  use  a  handgun  at  an 
authorized  range). 

This  Subcommittee  may  not  have  "Crime"  in  its  title,  but  its  programs  are  inte- 
gral to  enabling  America  to  reduce  crime,  violence,  and  drug  abuse.  As  you  make 
allocation  decisions  for  fiscal  year  1995,  please  remember  the  critical  importance  of 
providing  opportunities  for  all  Americans,  especially  our  nation's  youth,  to  help  one 
another.  Your  decisions  can  help  transform  the  American  perspective  from  "me"  to 
"we." 

Your  patience  during  these  public  witness  hearings,  Chairman  Harkin,  is  admira- 
ble. Thank  you. 

STATEMENT  OF  JESSE  HUDSON,  PRESIDENT,  AMERICAN  VOCATIONAL 
ASSOCIATION 

Senator  Harkin.  Dr.  Jesse  Hudson,  president  of  the  American 
Vocational  Association. 

Dr.  Hudson.  Mr.  Chairman,  my  name  is  Jesse  Hudson.  I  am 
president  of  the  American  Vocational  Association  and  assistant 
dean  of  the  School  of  Technology  and  Applied  Science  at  Pittsburg 
State  University,  Pittsburg,  KS. 

As  an  administrator,  I  understand  the  difficult  task  the  sub- 
committee faces  in  apportioning  limited  funds  to  the  many  deserv- 
ing programs. 

As  an  educator,  however,  I  know  that  our  schools  have  entered 
an  era  in  which  the  need  for  adequate  funds  is  vitally  important, 
not  only  to  meet  the  needs  of  students,  but  to  meet  the  challenges 
of  our  Nation  as  we  face  a  competitive  global  economy. 

An  increased  investment  in  vocational-technical  education  should 
be  considered  an  economic  necessity  if  we  are  to  properly  educate 
our  youth  and  adults  for  this  competitive  environment. 

I  believe  it  is  reasonable  for  Congress  to  ask,  however,  what  the 
current  investment  in  vocational-technical  education  is  producing 
before  increasing  that  commitment.  The  recently  released  national 
assessment  of  vocational  education  helps  answer  that  question. 

Here  are  some  of  the  national  assessment's  findings:  vocational 
students  who  find  jobs  that  match  their  field  of  study  earn  more 
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and  have  lower  incidence  of  unemployment  than  those  who  do  not, 
thus  saving  outlays  for  unemployment  and  welfare  benefits  while 
increasing  income  tax  receipts. 

Women  who  take  vocational  education  improve  their  wages  and 
earnings  even  more  than  men,  indicating  that  vocational  education 
is  a  proven  way  to  close  the  gender  gap  in  earnings. 

Students  with  disabilities  who  take  vocational  education  are 
more  likely  to  be  employed  than  those  who  do  not,  while  having 
better  grades  and  attendance  records,  as  well  as  lower  dropout 
rates. 

School  districts  receiving  Perkins  funds  provide  more  service  to 
special  population  students,  thus  supporting  other  investments 
made  by  this  subcommittee  in  special  education. 

Districts  receiving  Perkins  funds  also  have  taken  more  steps  to 
integrate  vocational  and  academic  construction  and  have  developed 
more  tech  prep  programs  than  districts  not  receiving  Perkins 
funds. 

These  are  just  a  few  of  the  findings  that  illustrate  the  positive 
impact  of  the  Federal  investment.  While  the  national  assessment 
finds  much  success  in  vocational  education,  the  administration  has 
requested  reduced  funding  of  the  Perkins  Act. 

AVA,  on  the  other  hand,  recommends  that  the  subcommittee  pro- 
vide substantial  increase  in  the  Perkins  fundings,  as  detailed  in 
our  written  testimony. 

In  addition,  while  AVA  supports  the  administration's  request  for 
the  School-to-Work  Opportunities  Act,  we  strongly  believe  that  in- 
creased funding  for  this  new  legislation  must  not  come  at  the  ex- 
pense of  underlying  programs  which  support  the  overall  school-to- 
work  effort. 

Perkins  Act  funds  are  used  for  program  improvement,  not  the 
status  quo.  An  increased  investment  in  basic  program  improvement 
is  needed  in  order  to  build  a  strong  foundation  for  school-based  pro- 
grams essential  to  the  school-to-work  system. 

PREPARED  STATEMENT 

In  conclusion,  I  ask  the  subcommittee  to  review  the  Nation's 
commitment  to  vocational-technical  education  through  this  year's 
appropriation  process.  Thank  you,  Mr.  Chairman. 

Senator  Harkin.  Thank  you  very  much.  Dr.  Hudson. 

[The  statement  follows:] 

Statement  of  Jesse  Hudson 

Mr.  Chairman  and  Members  of  the  Subcommittee,  my  name  is  Jesse  Hudson.  I 
am  President  of  the  American  Vocational  Association  (AVA)  and  Assistant  Dean  at 
Pittsburg  State  University,  Pittsburg,  Kansas.  It  pleases  me  to  appear  before  this 
subcommittee  today  to  represent  vocational-technical  educators  at  both  the  second- 
ary and  postsecondary  levels  from  around  the  country. 

while  you  face  the  almost  impossible  task  of  allocating  resources  given  the  budget 
freeze,  I  urge  you  to  make  funding  for  vocational-technical  education  a  clear  prior- 
ity. As  an  Administrator,  I  understand  the  difficulty  of  apportioning  limited  Funds 
to  a  multitude  of  deserving  programs. 

As  an  educator,  however,  I  know  that  our  schools  have  entered  an  era  in  which 
the  need  for  adequate  funds  is  vitally  important,  not  only  to  meet  the  needs  of  stu- 
dents, but  to  meet  the  challenges  our  nation  faces  in  an  increasingly  competitive 
global  economy.  The  investment  in  vocational-technical  education  is  an  economic  ne- 
cessity if  we  are  to  stay  competitive  in  this  global  economy.  It  is  not  a  question  of 
favoring  one  federal  program  over  another.  It  is  a  question  of  how  we,  as  a  nation. 


124 

will  respond  to  the  challenges  which  threaten  our  standard  of  living,  our  economic 
survival,  and  our  leadership  role  in  world  affairs. 

For  too  long,  funding  for  vocational-technical  education  has  taken  a  back  seat  to 
other  priorities.  Federal  funding  for  vocational-technical  education  has  decreased  by 
24  percent  since  1980  according  to  the  GAO.  This  lack  of  support  is  especially  trou- 
bling when  you  consider  that  all  of  the  evidence  demonstrates  that  students  learn 
best  when  they  learn  in  context.  True  understanding  occurs  when  students  can 
apply  what  they  have  learned  to  real  life  situations.  Many  studies  have  found  this 
over  the  years,  but  it  is  a  timeless  truth  understood  by  Confucius  when  he  said:  "I 
read  and  I  forget.  I  see  and  I  remember.  I  do  and  I  understand." 

Somehow  this  ancient  wisdom  is  overlooked  when  money  is  doled  out.  Somehow 
it  is  forgotten  that  85  percent  of  students  that  enter  high  school  do  not  complete 
college.  Somehow  we  continue  to  spend  most  of  our  educational  resources  on  the  15 
percent  of  students  who  do  manage  to  complete  college.  Somehow  we  continue  to 
short-change  the  majority  of  students. 

I  believe  it  is  reasonable  for  Congress  to  ask  what  the  current  investment  in  voca- 
tional-technical education  is  producing  before  increasing  that  commitment.  The  re- 
cently released  National  Assessment  of  Vocational  Education  (NAVE)  interim  report 
strongly  supports  the  argument  for  increasing  that  investment. 

The  NAVE  reports  that  vocational  students  who  find  jobs  that  match  their  field 
of  study  earn  more  money  and  have  a  lower  incidence  of  unemployment  than  those 
who  do  not.  This  not  only  saves  the  government  money  in  unemployment  and  wel- 
fare benefits,  it  contributes  to  the  Gross  Domestic  Product  and  increases  tax  re- 
ceipts. 

Vocational  education  is  not  perfect,  however,  and  too  many  students  do  not  find 
emplo3rment  in  jobs  that  match  their  field  of  study.  This  mixed  result  shows  that 
the  right  kind  of  vocational -technical  education  works.  In  order  for  our  pro-ams  to 
better  match  fields  of  study  with  jobs,  we  need  to  have  better  labor  market  informa- 
tion. The  availability  of  this  information  could  be  greatly  enhanced  through  the 
School-to-Work  Opportunities  Act  and  an  increased  role  for  the  State  Occupational 
Information  Coordinating  Committees  funded  through  the  Perkins  Act  and  the 
Labor  Department. 

The  study  also  finds  that  women  who  take  vocational  education  improve  their 
wages  and  earnings  even  more  than  men.  Women  are  also  more  likely  to  benefit 
from  completing  a  degree  or  certificate  and  to  find  a  match  between  their  training 
and  emplojonent.  Since  women's  wages  trail  men's  nationwide,  this  statistic  indi- 
cates that  vocational  education  is  a  proven  way  to  close  the  gender  gap  in  earnings. 

Students  with  disabilities  who  take  vocational  education  are  more  likely  to  be  em- 
ployed than  those  who  do  not.  Students  with  disabilities  taking  vocational  training 
also  tend  to  have  better  grades  and  attendance  records  and  are  less  likely  to  drop 
out  of  school. 

School  districts  receiving  Perkins  Act  funds  provide  more  services  to  special  popu- 
lation students,  thus  supporting  other  investments  made  by  this  Subcommittee  in 
special  education.  Districts  receiving  Perkins  funds  also  have  taken  more  steps  to 
integrate  vocational  and  academic  instruction  and  have  developed  more  tech  prep 
programs  than  districts  not  receiving  Perkins  funds.  These  findings  demonstrate 
that  the  federal  investment  does  influence  positive  change,  and  verify  what  AVA 
has  said  for  several  years  now:  that  vocational-technical  education  is  on  the  leading 
edge  of  education  reform  in  this  nation. 

The  Perkins  Act  also  calls  for  States  to  develop  and  implement  performance 
standards  and  measures.  The  NAVE  study  finds  that  States  have  given  performance 
standards  and  measures  a  high  priority  and  most  go  beyond  the  requirements  of  the 
Perkins  Act.  This  strongly  indicates  the  willingness  of  vocational-technical  education 
to  be  accountable  for  its  activities  and  to  be  business-like  in  its  approach  to  measur- 
ing effectiveness.  Again,  vocational-technical  education  is  leading  the  way  in  a  key 
element  of  education  reform. 

WhUe  the  Perkins  Act  remains  the  largest  source  of  federal  funds  for  vocational- 
technical  education,  it  is  no  longer  the  only  source.  Programs  under  the  Higher  Edu- 
cation Act,  the  Job  Training  Partnership  Act,  and  the  proposed  School-to-Work  Op- 
portunities Act  also  provide  funds  for  vocational-technical  education. 

We  specifically  recommend  that  the  Tech  Prep  Academies  established  under  Title 
V  and  the  articulation  agreements  under  Title  I  of  the  Higher  Education  Act  receive 
funding  this  year.  In  order  for  Tech  Prep  to  become  a  successful  reform  strategy 
long-term,  educators  running  Tech  Prep  programs  must  have  access  to  the  latest 
training  and  curriculum  development. 

The  articulation  agreements  of  Title  I  also  will  provide  incentive  money  to  schools 
and  postsecondary  institutions  to  devise  methods  for  ensuring  that  vocational 
coursework  is  accepted  as  equivalent  to  core  academic  coursework  for  purposes  of 
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meeting  college  admissions  requirements.  This  is  one  of  the  most  important  edu- 
cation reform  initiatives  contained  in  the  Higher  Education  Act.  It  will  allow  voca- 
tional students  in  rigorous,  integrated  courses  to  use  that  credit  toward  meeting  en- 
trance requirements  for  college.  This  is  an  effective  way  to  show  parents  and  stu- 
dents that  a  vocational  education  can  lead  to  postsecondary  study  and  employment. 

The  Administration  has  requested  $300  million  for  the  School-to-Work  Opportuni- 
ties Act  for  fiscal  year  1995.  AVA  supports  this  new  legislation,  but  we  strongly  be- 
lieve that  increased  funding  for  it  must  not  come  at  the  expense  of  underlying  pro- 
grams which  support  the  overall  school-to-work  effort. 

The  Administration  has  recommended  level  funding,  reductions,  and  elimination 
for  various  Perkins  Act  programs  for  fiscal  1995.  The  Administration  proposes  to 
eliminate  funding  for  consumer  and  homemaking  education,  community-based  orga- 
nizations, and  bilingual  vocational  education.  These  cuts  have  been  recommended 
by  previous  Administrations  but  it  is  especially  disconcerting  to  see  the  Clinton  Ad- 
ministration repeating  this  error.  Each  of  these  programs  was  established  to  serve 
specific  identified  needs.  These  programs  deliver  many  of  the  services  our  students 
need  to  meet  the  national  education  goals  supported  by  the  President. 

Consumer  and  Homemaking  Education  supports  and  strengthens  the  American 
family  and  the  American  economy  by  addressing  problems  such  as  teenage  preg- 
nancy, child  abuse,  family  violence,  consumer  education,  child  nutrition,  and  beu- 
ancing  work  and  family  life.  Community  based  organizations  help  many  of  the  poor- 
est people  get  much-needed  job  skills  in  the  inner  city.  Bilingual  vocational  edu- 
cation is  needed  now  more  than  ever  with  the  increased  number  of  immigrants  who 
do  not  speak  English  entering  this  country. 

We  believe  that  if  the  Administration's  recommendations  are  approved,  efforts  to 
establish  a  school-to-work  system  will  be  weakened.  Perkins  Act  funds  are  used  to 
support  program  improvement,  not  maintain  the  status  quo.  An  increased  invest- 
ment in  basic  program  improvement  is  needed  in  order  to  build  the  strong  founda- 
tion of  school-Dased  programs  needed  to  support  the  school-to-work  system.  We 
therefore  lecommend  a  substantial  increase  to  $2.2  billion  in  Perkins  Act  funding 
for  fiscal  year  1995  as  follows: 

Perkins  State  Grant  $1.6  Billion.  For  Title  III  Special  Programs:  Community 
Based  Organizations  $16  million;  Consumer/Homemaking  $50  million;  State  Coun- 
cils $10  nullion;  Guidance/Counseling  $40  million;  Business/Education  partnerships 
$20  million;  Lighthouse  Programs  $20  million;  Facilities/Equipment  $150  million; 
Tech-Prep  $250  million;  Tribal  Postsecondary  Ed.  $4  million.  For  the  National  Pro- 
grams: Research  $15  million;  Demonstrations  $18  million;  Data  Systems  $10  mil- 
lion; Bilingual  Voc.  Ed.  $10  million. 

We  must  begin,  as  a  nation,  to  place  a  premium  on  well-trained  workers.  The  race 
to  international  competitiveness  must  be  led  by  a  renewed  commitment  to  voca- 
tional-technical education  at  both  the  secondary  and  postsecondary  levels.  It  is  voca- 
tional-technical education  that  can  educate  and  train  the  majority  of  students  who 
do  not  complete  a  four-year  baccalaureate  program.  These  students  are  the  back- 
bone of  our  future  workforce  and  should  be  the  focus  of  the  federal  investment  in 
education,  yet  they  are  the  ones  in  whom  we  invest  the  least  amount  of  money  at 
the  local,  state,  and  federal  level. 

This  Subcommittee  can  make  a  down  payment  on  that  investment  by  appropriat- 
ing $2.2  billion  for  the  Carl  D.  Perkins  Vocational  and  Applied  Technology  Edu- 
cation Act  for  fiscal  year  1995  and  by  making  the  other  investments  in  vocational- 
technical  education  through  the  Higher  Education  Act  and  the  School-to-Work  Op- 
portunities Act. 

Thank  you,  Mr.  Chairman. 

STATEMENT    OF    VERA    FORD,    ASSISTANT    EXECUTIVE    DIRECTOR, 
WOMEN  IN  COMMUNITY  SERVICE 

Senator  Harkin.  Next  is  Vera  Ford  representing  the  National 
Job  Corps  Coalition. 

Ms.  Ford.  Mr.  Chairman,  I  would  like  to  thank  you  for  the  op- 
portunity to  appear  before  you  and  the  subcommittee  today. 

My  name  is  Vera  Ford,  and  I  am  the  assistant  executive  director 
of  Women  in  Community  Service,  Inc.  I  wanted  to  begin  my  testi- 
mony today  with  a  story  about  a  young  woman. 

It  goes  back  nearly  30  years  ago  to  the  summer  of  1965  in  Mil- 
waukee, WI.  It  is  a  story  about  a  young  woman  who,  although  a 
graduate  of  Rufus  King  High  School,  found  herself,  like  so  many 
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young  people,  out  of  school,  out  of  work,  and  without  any  plan  of 
meeting  her  life  goals. 

Fortunately,  she  heard  about  a  brand  new  program  that  had  just 
been  started  by  the  Federal  Grovemment,  the  Job  Corps.  It  became 
her  salvation. 

She  enrolled  in  Job  Corps  in  June  1965  and  was  sent  to  one  of 
the  only  all-women  centers  in  Los  Angeles,  CA.  She  took  up  nurse's 
training  at  Job  Corps,  graduated  from  the  Corps,  and  return  home 
to  Milwaukee  where  she  completed  her  State  licensing  exam  and 
worked  as  a  licensed  practical  nurse  for  over  18  years. 

Encouraged  by  her  skills,  education,  and  self  confidence  she 
gained  at  Job  Corps,  she  enrolled  in  the  University  of  Wisconsin, 
Milwaukee,  in  the  School  of  Criminal  Justice  where  she  graduated 
magna  cum  laude  and  received  a  B.S.  degree  in  criminal  justice. 
Mr.  Chairman,  I  am  that  young  woman. 

Job  Corps  gave  me  a  much  needed  opportunity  in  1965.  It  pro- 
vide me  with  the  support  and  confidence  I  needed  to  make  a  posi- 
tive change  in  my  life. 

It  built  up  my  self  esteem  and  taught  me  an  occupation  in  which 
I  could  succeed  in  the  work  place.  Over  the  past  30  years,  more 
than  1.5  million  young  people  have  succeeded  because  of  Job  Corps. 

I  am  here  today  representing  1.5  million  alumni,  100,000  Job 
Corps  students  enrolled  each  year,  and  I  am  here  today  to  tell  you 
that  the  need  for  Job  Corps  has  never  been  greater. 

In  my  current  position  as  the  assistant  executive  director  of 
WICS,  I  am  responsible  for  the  oversight  and  management  of  our 
national  support  service  contract  with  the  Department  of  Labor. 

We  provide  post  Job  Corps  support  to  every  young  female  that 
leaves  Job  Corps.  We  also  have  some  contracts  in  which  we  recruit 
young  men  and  women  into  the  program. 

I  see  these  young  people  at  their  lowest  when  they  enter  with 
frustration,  apathy,  and  self  loathing.  I  also  see  them  in  the  pro- 
gram when  they  come  in  and  they  are  meeting  some  goals  and 
making  some  accomplishments  and  sometimes  even  surprising 
themselves. 

I  also  see  them  when  they  have  completed  their  training  and 
they  are  making  that  transition  back  into  their  home  communities 
and  trying  to  become  productive  citizens. 

As  this  committee  debates  the  significant  issues  of  the  day,  there 
are  four  major  points  that  I  would  like  to  make  about  Job  Corps. 

First  and  foremost  is  empowerment.  Job  Corps  empowers  young 
adults.  I  was  empowered  at  the  Los  Angeles  Job  Corps  Center. 

I  developed  a  strong  sense  of  self  esteem  and  self  confidence  that 
has  continued  with  me  today.  In  fact,  in  my  current  job  I  meet  with 
young  women  every  day  in  self-esteem  workshops  that  I  facilitate 
at  Job  Corps  centers  all  around  the  country. 

And  not  only  are  these  young  people  trying  to  seize  the  oppor- 
tunity, for  the  first  time  in  their  life  they  have  love  of  self.  And  suc- 
cess, as  you  all  know,  will  be  pinned  on  a  lot  of  that. 

Second,  Job  Corps  is  an  alternative  to  welfare  dependency.  Forty- 
two  percent  of  the  students  entering  the  program  come  from  fami- 
lies receiving  public  assistance. 

Job  Corps  helps  break  that  cycle  of  welfare  dependence  by  pro- 
viding young  Americans  with  a  chance  to  receive  an  education  and 
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learn  an  occupational  skill.  In  fact,  70  percent  of  all  of  the  students 
will  go  on  to  get  a  job  or  seek  higher  education. 

An  example  of  this  is  a  close  friend,  Dr.  Brenda  Jarman,  who  at 
17  entered  Job  Corps  with  two  illegitimate  children  and  on  the  wel- 
fare rolls.  Today,  Dr.  Brenda  Jarman  is  a  professor  of  sociology  at 
Florida  State  University  in  Tallahassee. 

Third,  Job  Corps  is  an  effective  crime  prevention  tool.  Recently, 
BusinessWeek  magazine  did  a  comprehensive  study  of  the  cost  of 
crime  in  America. 

They  calculated  that  crime  costs  Americans  $425  billion  each 
year.  As  a  possible  prevention  solution,  BusinessWeek  highlighted 
Job  Corps  by  saying  that,  "Job  Corps  works,  and  it  costs  less  than 
prisons." 

I  also  want  to  dispel  a  myth  about  Job  Corps.  Job  Corps  is  for 
good  kids.  These  are  kids  who  are  not  running  away. 

In  fact,  they  are  running  to  a  solution.  An  example  of  this  is  an- 
other close  friend.  Dr.  Warren  Ross,  who  as  a  teenager  found  him- 
self getting  entangled  in  the  criminal  justice  system.  He  now  is  the 
dean  of  admissions  at  Delaware  State  University.  Job  Corps  works 
for  us. 

Fourth,  Mr.  Chairman,  young  people  don't  feel  safe  today.  They 
don't  feel  safe  in  their  homes,  in  the  streets,  and  in  their  schools. 
The  key  to  Job  Corps,  in  my  opinion,  is  that  it  offers  a  safe  envi- 
ronment. 

Finally,  I  want  to  thank  you  for  the  subcommittee's  show  of  sup- 
port and  commitment  to  our  community  through  this  last  year,  and 
I  would  also  like  to  say  that  I  started  my  testimony  by  talking 
about  a  young  woman  30  years  ago. 

When  I  look  back  over  those  past  30  years,  I  often  wonder  what 
would  have  happened  if  I  had  not  found  Job  Corps?  I  am  reminded 
of  George  Bailey  in  "It's  a  Wonderful  Life." 

If  it  was  not  for  Job  Corps,  I  would  never  know  the  impact  I  had 
on  the  men  and  women  that  I  nursed  in  Milwaukee,  nor  would  I 
know  the  impact  I  have  had  on  the  young  kids  in  Job  Corps  and 
mostly  the  impact  they  have  had  on  me. 

PREPARED  STATEMENT 

All  I  know  is  that  Job  Corps  has  been  a  major  part  of  my  life 
and  that  it  changed  my  life,  and  I  ask  that  you  continue  your  sup- 
port for  Job  Corps  and  the  50-50  plan  so  many  others  may  also 
have  a  chance  for  change. 

Thank  you. 

Senator  Harkin.  Very  good  testimony.  Thank  you  very  much.  I 
have  a  call  I  have  to  take.  I  will  be  right  back. 

[The  statement  follows:] 

Statement  of  Vera  Ford 

Mr.  Chairman,  I  would  like  to  thank  you  for  the  opportunity  to  appear  before  your 
Subcommittee  today.  My  name  is  Vera  Ford,  the  assistant  executive  director  of 
Women  in  Community  Service.  I  wanted  to  begin  my  testimony  today  with  a  story 
about  a  young  woman.  It  goes  back  nearly  30  years  ago  to  the  summer  of  1965  in 
Milwaukee  Wisconsin.  It  is  a  story  about  a  young  woman,  who  although  a  graduate 
of  Rufus  King  High  School,  found  herself,  like  so  many  young  people,  out  of  school, 
out  of  work,  and  without  any  plan  for  meeting  her  life  goals.  Fortunately,  she  heard 
about  a  brand  new  program  that  had  just  been  started  by  the  Federal  government 
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called  Job  Corps.  It  became  her  salvation.  She  enrolled  in  Job  Corps  in  June  1965 
and  was  sent  to  one  of  the  only  all-female  centers  at  the  time,  the  Los  Angeles  Job 
Corps  Center.  She  took  up  nurse's  training  at  Job  Corps,  graduated  from  the  Corps, 
and  returned  home  to  Aulwaukee  where  she  completed  her  State  Licensing  exam 
and  worked  as  a  Licensed  Practical  Nurse  for  eighteen  years.  Encouraged  by  her 
skills,  education  and  self-confidence  she  gained  at  Job  Corps,  she  enrolled  in  the 
University  of  Wisconsin,  Milwaukee  in  1980  and  graduated  Magna  Cum  Laude  with 
a  Bachelors  of  Science  in  Criminal  Justice.  Mr.  Chairman,  I  am  that  young  woman. 

Job  Corps  gave  me  a  much  needed  opportunity  in  1965.  It  provided  me  with  the 
support  and  confidence  I  needed  to  make  positive  changes  in  my  life.  It  built  up  my 
self-esteem  and  taught  me  an  occupation  in  which  I  could  succeed  in  the  working 
world.  And  you  know  what,  Mr.  Chairman?  My  story  is  not  unique — it  happens 
every  day.  Over  the  past  thirty  years,  more  than  1.5  million  young  people  have  gone 
and  succeeded  because  of  Job  Corps.  I  am  here  today  representing  the  1.5  milUon 
alumni,  the  100,000  Job  Corps  students  enrolled  each  year,  and  I  am  here  today 
to  tell  you  that  the  need  for  Job  Corps  has  never  been  greater. 

As  this  committee  debates  the  significant  issues  of  the  day,  there  are  four  major 
points  that  I  would  like  to  mdce  about  Job  Corps.  First  and  foremost  is 
empowerment.  Job  Corps  empowers  young  adults.  I  was  empowered  at  the  Los  An- 
geles Job  Corps  center.  I  developed  a  strong  sense  of  self-esteem  and  self-confidence 
that  has  continued  with  me  to  today. 

Second,  Job  Corps  is  an  alternative  to  welfare  dependency.  42  percent  of  the  stu- 
dents entering  the  program  come  from  families  receiving  public  assistance.  Job 
Corps  helps  break  the  cycle  of  welfare  dependence  by  providing  young  Americans 
with  a  chance  to  receive  an  education  ana  learn  an  occupational  skill.  In  fact,  70 
percent  of  all  of  the  students  will  go  on  to  get  a  job  or  seek  higher  education. 

Third,  Job  Corps  is  an  effective  crime  prevention  tool.  Recently,  Businessweek 
magazine  did  a  comprehensive  study  of  tne  cost  of  crime  in  America.  They  cal- 
culated that  crime  costs  Americans  $425  billion  each  year.  As  a  possible  prevention 
solution,  Businessweek  highlighted  the  Job  Corps  program  by  sa5dng  that,  quote, 
"Job  Corps  works,  and  it  costs  a  lot  less  than  prison."  I  also  want  to  dispel  a  myth 
about  Job  Corps.  Mr.  Chairman,  Job  Corps  is  for  good  kids.  These  are  kids  who 
aren't  running  away,  in  fact,  they  are  running  to  a  solution. 

Fourth,  Mr.  Chairman,  young  people  don't  feel  safe  today.  They  don't  feel  safe  in 
their  homes,  in  the  streets,  and  even  in  their  schools.  The  key  to  Job  Corps,  in  my 
opinion,  is  that  it  offers  a  safe  environment  for  kids  to  get  an  education  and  learn 
a  trade  without  distractions  through  residential  living.  When  each  young  person 
completes  their  Job  Corps  experience,  they  will  be  empowered  with  the  skills  nec- 
essary to  face  the  challenges  of  the  work  place  and  the  ability  to  live  on  their  own. 

In  these  times  of  scarce  Federal  resources,  we  need  to  invest  our  dollars  in  pro- 
grams that  work.  Job  Corps  works.  I  know,  I  work  with  Job  Corps  students  each 
and  every  day  of  my  professional  Ufe.  I  see  first  hand  the  impact  it  has,  the  opportu- 
nities it  offers,  the  chance  it  provides  for  students  to  change  their  lives. 

Last  year  with  your  strong  support.  Congress  funded  Job  Corps  at  $1,040  billion. 
With  these  dollars.  Job  Corps  was  able  to  provide  an  inflationary  increase  for  oper- 
ating expenses  including  funds  for  maintaining  service  levels  at  existing  centers  and 
providing  existing  24-hour  comprehensive  services  for  approximately  62,000  youths. 
The  funding  also  provided  $76.5  million  for  ongoing  center  repairs,  $30  milUon  spe- 
cifically addressing  the  $450  million  of  backlogged  facility  repairs,  and  $20  million 
for  the  implementation  of  the  50-50  Plan,  including  funds  for  four  new  Job  Corps 
centers.  We  in  the  Job  Corps  community  are  extremely  grateful  to  this  strong  show 
of  support  and  commitment  fi"om  your  committee  last  year. 

In  February,  President  Clinton  continued  his  commitment  to  Job  Corps  and  the 
50-50  Plan  by  recommending  that  Job  Corps  be  fiinded  at  $1,156.8  bilUon  in  fiscal 
year  1995,  including  $30  million  to  continue  to  catch  up  on  backlogged  repair  and 
relocation  needs,  and  $100.5  million  to  continue  the  expansion  of  the  program,  in- 
cluding the  beginning  of  an  additional  6  centers  in  1995.  Over  90  percent  of  the  dol- 
lars will  go  to  existing  centers  and  programs.  The  President's  request  allows  for  con- 
tinued enrichment  of  current  programs,  addresses  the  backlogged  repairs  at  existing 
centers,  and  the  continued  incremental  expansion  of  the  50-50  plan.  The  National 
Job  Corps  Coalition  supports  the  President's  request  and  asked  that  your  Commit- 
tee adopt  this  proposal. 

Mr.  Chairman,  I  started  my  testimony  today  talking  about  a  young  woman  30 
years  ago.  When  I  look  back  over  the  past  30  years  of  my  life,  I  often  wonder  what 
would  have  happened  if  I  hadn't  joined  Job  Corps.  I  am  reminded  of  George  Bailey 
in  the  movie  "It  s  a  Wonderful  Life."  If  it  wasn't  for  Job  Corps,  I  would  never  know 
the  impact  I  have  had  on  the  men  and  women  I  nursed  in  Milwaukee,  or  about  the 
young  women  I  counsel  at  Job  Corps  centers  each  day,  and  I  would  never  know  the 
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impact  they  have  had  on  my  life.  All  I  know  is  that  Job  Corps  has  been  a  major 
part  of  my  life  and  that  it  changed  my  life.  I  ask  that  you  continue  your  support 
for  Job  Corps  and  the  50-50  Plan  so  that  others  may  also  have  a  chance  for  change. 

STATEMENT  OF  MARY  CHATEL,  PRESIDENT,  NATIONAL  COUNCIL  OF 
SOCIAL  SECURITY  MANAGEMENT  ASSOCIATIONS 

Senator  Harkin.  We  will  resume  our  sitting.  We  will  now  turn 
to  Mary  Chatel,  the  president  of  the  National  Council  of  Social  Se- 
curity Management  Associations. 

Ms.  Chatel.  Thank  you,  Mr.  Chairman.  I  represent  nearly  4,000 
managers  and  supervisors  who  run  the  Social  Security  field  offices 
and  teleservice  centers  throughout  the  country. 

Each  day  we  translate  complicated  Social  Security  laws  into  per- 
sonal service  to  tens  of  thousands  of  Americans.  In  the  wake  of 
SSA's  massive  staff  reductions,  field  offices  streamline,  innovate, 
and  call  upon  every  community  resource  available  to  reach  and 
serve  all  those  who  are  entitled. 

Yet,  despite  our  best  efforts,  without  more  resources  SSA  cannot 
control  unconscionable  disability  backlogs  or  improve  other  work- 
loads that  have  been  neglected  while  we  struggle  with  the  disabil- 
ity crisis. 

The  President's  budget  request  includes  much-needed  funds  for 
disability  caseload  processing  and  for  computer  networks.  Yet,  even 
with  full  funding  of  this  budget,  we  face  a  backlog  of  over  1  million 
disability  claims  by  the  end  of  the  year  because  of  an  unprece- 
dented 3  million  disability  claims  expected  to  be  filed. 

Are  we  keeping  our  promise  to  the  disabled  when  they  must  wait 
1  year  or  longer  to  receive  their  first  check?  Funding  will  target  the 
hearings  process,  which  has  the  longest  delays. 

Yet,  if  SSA  had  staffed  to  expand  our  role  at  the  initial  claims 
level,  we  could  reduce  waiting  times  for  decisions  and  hopefully  re- 
duce the  numbers  of  claims  which  go  through  the  lengthy  and  ex- 
pensive appeals  process. 

Are  we  keeping  our  promise  to  the  American  taxpayer  when  we 
fail  to  conduct  continuing  disability  reviews  to  protect  the  disability 
trust  funds  from  misspending? 

Each  dollar  borrowed  from  the  trust  fund  to  conduct  CDR's 
would  yield  a  $4  return.  It  is  shortsighted  not  to  do  this. 

Are  we  working  efficiently  when  over  90  percent  of  our  field  of- 
fices are  still  run  with  dumb  computer  terminals,  long  abandoned 
by  other  agencies? 

We  desperately  need  the  funds  to  update  SSA's  computer  tech- 
nology. Without  it,  we  will  not  be  able  to  run  the  modernized  dis- 
ability system  which  our  agency  is  developing  to  speed  disability 
processing  along. 

With  adequate  staffing  and  advanced  technology,  we  could  pro- 
vide direct,  complete  local  service  to  our  customers  right  in  the 
field  office  and  restore  confidence  in  Social  Security. 

We  thank  this  committee  for  its  past  attention  to  the  needs  of 
Social  Security  and  urge  you  to  fully  fund  the  President's  request 
of  $5,825  billion  for  SSA's  administrative  expenses. 

We  continue  to  urge  exemption  from  staff"  reductions  for  Social 
Security  and  removal  of  SSA  administrative  expenses  from  the  uni- 
fied budget. 
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PREPARED  STATEMENT 

Only  with  assurance  of  ongoing  funding  from  its  own  dedicated 
trust  funds  can  SSA  rebuild  and  maintain  the  service  that  Ameri- 
cans have  paid  for,  expect,  and  deserve. 

Thank  you,  Mr.  Chairman. 

Senator  Harkin.  Thank  you.  As  a  matter  of  fact,  we  have  on  the 
floor  right  now  a  provision  to  make  Social  Security  an  independent 
agency. 

Ms.  Chatel.  I  was  aware  of  that. 

Senator  Harkin.  The  vote  is  on  the  floor  right  now. 

Ms.  Chatel.  Thank  you. 

[The  statement  follows:] 

Statement  of  Mary  Chatel 

The  National  Council  of  Social  Security  Management  Associations  (SSMA)  rec- 
ommends an  administrative  budget  for  SSA  whicn  provides  resources  adequate  to 
serve  the  needs  and  protect  the  rights  of  the  American  public.  SSA  serves  over  42 
million  recipients  of  Social  Security  benefits,  almost  6  million  SSI  beneficiaries,  and 
135  million  taxpayers  and  employers  who  contribute  payroll  taxes.  We  fully  support 
the  President's  proposed  5.9  percent  increase  in  SSAs  fiscal  year  1995  admimstra- 
tive  budget.  This  increase  represents  a  step  in  the  right  direction  toward  addressing 
the  service  delivery  problems  at  SSA,  particularly  the  crisis  in  the  disability  pro- 
gram. 

I  represent  nearly  4,000  managers  and  supervisors  who  are  responsible  for  the  op- 
erations of  1300  field  offices  and  37  teleservice  centers  where  Americans  are  served 
each  day.  We  work  closely  with  those  Americans,  translating  complicated  Social  Se- 
curity laws  into  purposeful  personal  service  to  each  of  them.  In  response  to  rising 
workloads  and  diminishing  resources  over  the  past  decade.  Social  Security  man- 
agers across  the  country  creatively  and  resourcefully  "make-do"  in  an  effort  to  main- 
tain services. 

Even  in  the  absence  of  adequate  staff  and  up-to-date  computers,  field  office  teams 
are  pushing  for  positive  change  by  reinventing  processes  as  much  as  possible  within 
the  limited  authority  granted  them.  Examples  include:  training  community  volun- 
teers on  the  application  process  and  allowing  them  to  assist  claimants  preparing 
and  documenting  claims  applications;  developing  relationships  with  hospitals  to 
take  disability  claims  on  site;  working  with  public  school  resource  teachers  to  pro- 
vide school  records  automatically  for  DDS  medical  decisions;  working  with  county 
health  departments  to  facilitate  claims  processing  for  AIDS  cases;  working  witn 
local  public  aid  offices  and  foster  care  programs  to  identify  children  entitled  to  SSI 
benefits. 

While  we  will  continue  our  efforts  to  do  more  with  less,  without  an  increase  in 
our  administrative  budget,  SSA  simply  cannot  eliminate  unconscionable  backlogs  in 
the  disability  process  and  improve  other  workloads  which  have  been  neglected  while 
we  struggle  with  the  disability  crisis.  The  President's  total  budget  request  of  $5,825 
bilUon  for  SSA's  fiscal  year  1995  operational  expenses  includes  $280,000,000  ear- 
marked for  disability  caseload  processing  and  $385,000,000  earmarked  for  computer 
network  expenditures.  These  funds  are  critically  needed. 

DISABILITY 

For  each  year  that  we  delay  administratively  correcting  our  disability  program, 
the  costs  continue  to  go  up.  We  have  promised  the  American  taxpayer  that  Social 
Security  disability  payments  would  be  there  for  them  if  they  become  so  disabled 
that  they  cannot  work.  Are  we  keeping  that  promise  if  a  disabled  person  must  wait 
a  year  or  longer,  as  many  currently  do,  to  receive  their  benefit?  Much  of  the  disabil- 
ity backlog  is  at  the  office  of  Hearings  and  Appeals:  in  1990  OHA  received  311,000 
hearing  requests;  this  increased  to  509,000  in  1993.  In  1995  hearing  requests  will 
rise  to  about  550,000,  pushing  waiting  times  even  longer.  Funding  in  the  President's 
budget  will  be  utilized  to  address  this  problem.  Yet  the  nimiber  of  initial  claims 
coming  into  field  offices  is  even  more  dramatic:  1.7  million  disability  claims  were 
filed  in  1989;  2.5  million  in  1993;  and  SSA  anticipates  that  figure  to  iump  to  3  mil- 
lion in  1995.  If  SSA  had  more  staff  to  expand  our  role  at  the  initial  level,  we  could 
not  only  reduce  waiting  times  for  decisions,  but  also  reduce  the  numbers  of  claims 
which  have  to  go  through  the  lengthy  appeals  process. 
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At  the  same  time  that  we  work  to  pay  out  more  timely  disability  benefits,  SSA 
must  protect  the  disability  trust  funds  from  misspending  and  preserve  the  integrity 
of  the  disability  rolls.  It  is  short  sighted  not  to  spend  one  dollar  in  administrative 
costs  on  Continuing  Disability  Reviews  when  that  expenditure  would  save  four  trust 
fund  dollars.  Yet,  as  of  now,  no  additional  staffing  has  been  given  to  field  offices 
to  conduct  initial  CDR  interviews. 

iws/lan  computer  network 

Rapid  and  continuing  advances  in  technology  will  allow  virtually  any  action  to  be 
processed  anywhere  in  SSA.  SSMA  believes  that  advances  in  technology  should 
make  the  field  office  the  focal  point  for  most  SSA  operations.  Nearly  every  workload 
could  be  processed  by  direct  and  complete  local  service  to  the  customer  right  in  the 
field  office. 

The  Intelligent  Work  Station/Local  Area  Network  computer  project  planned  for 
field  offices  is  the  key  to  our  ever  becoming  able  to  deal  effectively  with  our  disabil- 
ity backlogs  and  all  of  our  service  delivery  workloads.  Over  90  percent  of  our  offices 
are  still  run  with  "dumb"  computer  terminals  long  abandoned  by  other  agencies. 
They  allow  us  only  to  access  benefit  and  SSI  records  and  make  changes  in  them. 
We  cannot  access  the  State  Disability  data  to  speed  processing  disability  claims.  In 
those  fewer  than  10  percent  of  offices  where  IWS/LAN  is  up  and  running,  every 
process  in  quicker.  Each  employee  has  at  his  or  her  command  computer  access  and 
tools  needed  to  process  a  claim  to  completion,  to  interact  with  other  agencies  and 
offices,  to  access  on-line  SSA's  program  operation  manual,  and  to  compose  a  person- 
alized letter  to  a  beneficiary,  a  claimant,  or  a  caller. 

We  desperately  need  this  up-to-date  technology  throughout  the  field.  SSA  is  devel- 
oping a  Modernized  Disability  System  (MDS),  new  technology  which  can  speed  the 
disability  process  by  linking  field  offices  to  state  disability  offices  and  automating 
disability  paperwork.  Without  IWS/LAN,  we  will  not  be  able  to  run  the  system. 

STAFFING 

SSA  needs  funds  to  place  sufficient  staff  as  well  as  technology  in  field  offices  and 
teleservice  centers  across  America  if  we  are  to  put  the  customer  first  and  restore 
confidence  in  Social  Security.  Recent  staffing  figures  show  that  only  half  of  SSA's 
employees  are  engaged  in  providing  direct  contact  service  to  the  public.  More  auto- 
mation and  the  handling  of  all  operations  at  the  local  level  will  mean  that  SSA  can 
eliminate  overhead  functions  and  reallocate  staff  to  the  field  where  Social  Security 
can  give  the  public  the  full  measure  of  personal  service  they  have  paid  for  and  right- 
fully expect. 

We  are  hopeful  that  implementation  of  the  driving  principles  of  the  Vice  Presi- 
dent's National  Performance  Review — to  put  the  customer  first,  cut  unnecessary  red 
tape,  reward  innovation,  delegate  decision-making  authority  to  front-line  managers, 
decentralize  and  streamline  operations — will  lead  to  increased  resources  for  SSA  of- 
fices involved  in  direct  public  service.  Comm.  Chater  has  expressed  her  commitment 
to  increasing  staff  working  directly  with  the  public.  While  we  look  forward  to  SSA 
shifting  resources  to  the  field  from  other  functions,  ever-growing  beneficiary  pools 
and  workloads  require  that  SSA's  overall  staffing  level  must  be  maintained  or  in- 
creased. 

TRAINING 

Social  Security  programs  have  become  increasingly  complex  over  the  years,  yet 
training  for  employees  has  been  reduced.  Across-the-board  government-wide  budget 
cuts  in  recent  years  have  hit  our  training  funds  hard.  As  a  result,  technical  training 
for  entry  in-to  new  jobs  has  been  severely  shortened  and  ofl^en  delayed,  one  of  the 
main  losses  from  entry-level  training  courses  is  a  focus  on  the  history,  philosophy 
and  mission  of  Social  Security.  Most  regions  have  no  training  for  new  managers, 
who  are  therefore  ill  prepared  to  take  on  the  authority  for  budget,  procurement  and 
personnel  actions  that  the  NPR  rightfully  recommends  for  delegation  to  their  level. 
As  SSA  moves  toward  more  automated  processes  and  restructuring,  the  need  for  au- 
tomation training  and  new  multi-skill  training  will  demand  more  of  our  training 
dollars.  SSA  plans  to  use  part  of  the  proposed  6  percent  increase  for  critical  fiscal 
year  1995  training  needs;  that  need  will  continue  to  grow  in  coming  years. 

RECOMMENDATION 

We  strongly  urge  Congress  to  provide  fiscal  year  1995  appropriations  for  SSA's 
administrative  expenses  at  least  at  the  full  level  of  the  President's  request,  $5,825 
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billion.  We  continue  to  urge  exemption  from  governmentwide  staff  reductions  for 
SSA,  which  underwent  a  drastic  "downsizing"  during  the  1980's  resulting  in  staffing 
losses  as  great  as  40  percent  in  field  offices.  We  understand  that  domestic  spending 
caps  and  deficit  concerns  create  overall  constraints  which  may  jeopardize  ongoing, 
adequate  funding  for  the  operations  of  SSA,  and  we  therefore  urge  Congress  to  re- 
move SSA's  administrative  expenses  from  the  unified  budget.  In  order  to  ensure  ac- 
cess to  Social  Security  benefits  to  all  entitled  Americans  and  to  minimize 
misspending  and  protect  the  trust  funds,  SSA  must  be  assured  of  ongoing  funding 
from  its  own  dedicated  trust  funds  to  rebuild  and  maintain  the  service  that  Ameri- 
cans have  paid  for,  deserve  and  expect. 

STATEMENT  OF  DR.  CLIFFORD  CLOGG,  ON  BEHALF  OF  THE  POPU- 
LATION RESEARCH  INSTITUTE 

Senator  HLarkin.  Next,  Dr.  Clifford  Clogg  representing  the  Popu- 
lation Research  Institute. 

Dr.  Clogg.  Thank  you,  Mr.  Chairman.  I  am  a  professor  of  soci- 
ology and  statistics  at  Penn  State  and  a  senior  scientist  at  Popu- 
lation Research  Institute  there. 

But  I  am  here  officially  representing  the  Population  Association 
of  America,  which  is  the  Nation's  professional  scientific  association 
of  demographers,  and  also  representing  the  Association  of  Popu- 
lation Centers,  which  is  a  consortium  of  the  major  centers  for  de- 
mographic research  in  the  Nation. 

I  was  pleased  to  learn  that  you  have  read  the  testimony,  and 
there  are  lots  of  details  and  facts  in  the  testimony  that  we  don't 
need  to  repeat  here. 

And  I  am  pleased  that  you  did  not  ask  me  to  serve  as  reporter 
for  this  panel,  as  well.  The  positions  or  statements  that  are  in  here 
were  considered  and  were  reviewed  by  others,  so  they  represent  a 
broad  view  as  much  as  my  views  or  the  views  of  any  particular  in- 
dividuals. 

In  the  testimony  the  point  is  to  address  funding  levels  for  NIH, 
specifically  the  two  parts  of  NIH  that  deal  the  most  with  demo- 
graphic and  behavioral  research:  the  NICHD,  National  Institutes  of 
Child  Health  and  Human  Development,  and  the  National  Institute 
on  Aging. 

Our  position  with  regard  to  this  funding  question  for  the  next  fis- 
cal year  is  that  we  support  the  Ad  Hoc  Group  for  Medical  Research 
in  requesting  a  total  of  $11.95  billion  for  NIH  as  a  whole,  and  we 
support  the  professional  recommendations  for  NICHD  for  a  request 
of  $776  million  for  fiscal  year  1995  for  NICHD  and  $554  million  for 
NIA. 

Now  that  is  sort  of  what  I  am  here  for,  to  make  those  requests, 
and  I  would  like  to  just  concentrate  on  just  two  things  that  are 
buried  in  here  that  justify  this. 

First  is  research  on  adolescent  childbearing  or  adolescent  fertil- 
ity. An  alarming  thing  has  happened  in  the  last  5  or  8  years,  and 
that  is  that  the  rate,  as  well  as  the  number,  of  births  to  teens  has 
increased  instead  of  decreased. 

It  has  increased  from  1986  to  1991  about  24  percent.  The  in- 
creases were  ubiquitous.  They  affected  Hispanics  the  most,  but  also 
non-Hispanics  and  African-Americans. 

Almost  everything  we  know,  outside  of  the  biological  or  hospital 
dynamic  of  teenage  childbearing,  came  from  data  bases  and  re- 
search funded  through  NICHD,  almost  everything. 
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I  can  say  that  with  some  authority  because  I  cochaired  a  con- 
ference with  Chris  Bachrach  at  NICHD  about  16  months  ago  on 
surveying  this  field,  making  recommendations  for  data  collection, 
and  charting  out  research  for  the  future. 

If  I  can  conclude  briefly  with  just  another  example,  if  you  are  in- 
terested in  health  care  reform,  social  welfare  reform,  our  view  is 
that  you  cannot  plan,  you  cannot  make  decisions  about  those 
things  without  the  knowledge  and  research,  the  research  of  predic- 
tors of  things  pertaining  to  adolescent  childbearing,  old  age  disabil- 
ity. 

Let  me  just  point  out  that  recent  data  from  data  bases  funded 
through  NLA  show  that  the  decline  in  disability  over  the  last  10 
years  has  been  substantial. 

If  the  1992  rates  of  disability  had  been  operative  since  that  pe- 
riod, we  would  have  about  900,000  more  disabled  people  now  than 
we  have. 

It  is  the  other  research  at  NIH  that  has  been  responsible  for  re- 
ducing the  disability,  I  am  sure.  But  it  is  the  demographic  research 
that  has  been  able  to  pinpoint  the  trends  and  say  what  are  the  pre- 
dictors of  these  things. 

So  we  support — we  think  that  the  research  on  these  data  bases 
is  important  and  urge  your  support  for  this  funding. 

Senator  Harkin.  Dr.  Clogg,  let  me  just  ask  you:  Have  there  been 
any  cutbacks  in  funding  for  demographics  studies  that  you  have 
seen  in  the  last  couple  of  years?  Or  has  funding  continued? 

What  I  am  saying  is:  Is  NIH  putting  the  money  into  demographic 
studies  as  much  as  they  were  in  the  past? 

Dr.  Clogg.  In  the  last  few  years — if  we  are  talking  about  as  a 
percentage  of  other  things,  I  believe  we  feel  that  we  have  been 
treated  equitably  in  the  last  few  years.  The  difficulty  is  where  the 
base  was. 

Senator  Harkin.  Oh,  I  understand. 

Dr.  Clogg.  Let  me  give  an  example.  About  10  percent,  15  per- 
cent of  research  proposals  that  would  be  submitted  to  NIA  or 
NICHD  are  funded. 

That  is  a  rate  way  lower  than  other  areas  of  NIH,  and  most  peo- 
ple in  my  community  think  that  is  sort  of  a  long-term  inequity. 

PREPARED  STATEMENT 

But  we  don't  have  any  special  axes  to  grind  about  changes  in  the 
last  2  or  3  years.  We  are  addressing  what  we  think  is  a  long-term 
thing.  Data  bases  sample  sizes  have  been  cut  when  they  should  be 
expanded,  and  that  has  happened,  too. 

Senator  Harkin.  I  understand. 

[The  statement  follows:] 

Statement  of  Dr.  Clifford  Clogg 

Thank  you  Mr.  Chairman  for  the  opportunity  to  represent  the  Population  Associa- 
tion of  America  (PAA)  and  the  Association  of  Population  Centers  (APC)  before  the 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education.  My  name  is 
Dr.  Clifford  Clogg.  I  am  a  Professor  of  sociology  and  statistics  associated  with  the 
Population  Research  Institute  at  the  Pennsylvania  State  University.  I  am  also  a 
member  of  the  Population  Association  of  America  (PAA),  a  scientific  and  educational 
society  of  professionals  working  in  demographic  research.  PAA  works  closely  with 
the  Association  of  Population  Centers  (APC),  a  consortium  of  twenty-one  leading 
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American  population  research  centers.  In  addition  to  an  academic  role,  members  of 
both  organizations  provide  federal,  state  and  local  government  agencies  as  well  as 
private  sector  institutions,  with  data  and  research  findings  to  aid  in  the  decision- 
maiung  process.  In  this  testimony,  we  wish  to  address  funding  levels  for  the  Na- 
tional Institutes  of  Health  (NIH),  specifically  the  National  Institute  of  Child  Health 
and  Human  Development  (NICHD)  and  the  National  Institute  on  Aging  (NLA).  Our 
position  regarding  support  for  NIH  in  fiscal  year  1995  concurs  with  that  of  the  Ad 
Hoc  Group  for  Medical  Research  Funding  in  requesting  a  total  of  $11.95  billion  for 
NIH  as  a  whole. 

In  addition  to  urging  adequate  support  for  NIH,  we  wish  to  address  specifically 
the  fields  of  demograpnic,  social  and  behavioral  research.  Demographic  and  popu- 
lation research  examines  many  issues  which  are  fundamental  to  making  informed 
poUcy  decisions — retirement,  disability  and  long  term  care,  child  care.  Tabor  force 
participation,  family  formation  and  mssolution,  immigration,  and  population  fore- 
casting are  among  them.  As  demographers,  we  like  to  think  of  demographic  research 
as  the  steam  which  drives  the  policy  engine.  Over  the  last  several  decades,  the  Unit- 
ed States  has  experienced  important  demographic  changes.  Understanding  these 
trends  and  changes  is  essential  to  the  development  of  effective  policy  and  legisla- 
tion. The  understanding  which  demographic  research  can  provide  will  be  especially 
important  in  the  days  ahead,  as  Congress  confronts  a  growing  number  of  social 
problems  with  less  money  to  craft  solutions. 

The  PAA  and  APC  thought  the  members  of  this  Subcommittee  would  be  inter- 
ested in  several  brief  summaries  of  demographic  research  studies  carried  out  by 
members  of  these  organizations  which  reveal  vital  information  about  the  demo- 
graphic trends  and  behavioral  changes  going  on  in  our  society.  These  studies  are 
all  supported  by  either  NICHD  or  NLA;  and  all  are  of  major  import  to  poUcy-makers. 

TEENAGE  CHILDBEARING  AND  ITS  CONSEQUENCES 

One  of  the  most  often  cited  social  problems  in  America  today  is  the  increasing 
trend  of  births  to  adolescent  women.  Between  1986  and  1991,  the  rate  of  births  to 
teens  aged  15-19  rose  24  percent,  from  50.2  to  62.1  births  per  1,000  females  in  this 
age  group.  The  increase  occurred  among  both  younger  and  older  teens  and  holds  for 
all  regions  of  the  country.  Although  these  increases  were  largest  among  Hispanic 
teens,  the  rates  of  births  to  non-Hispanic  and  African  American  teens  also  rose. 

Understanding  the  causes  and  consequences  of  teenage  childbearing  is  essential 
as  Congress  confronts  health  care  and  welfare  reform.  As  part  of  its  mission  to  fos- 
ter research  on  child  health  and  family  dynamics,  NICHD  has  funded  a  number  of 
studies  looking  at  the  predictors  of  adolescent  childbearing  and  its  consequences  for 
mothers,  children  and  society  as  a  whole,  and  has  supported  data  gathering  efforts 
essential  to  addressing  these  questions.  Much  has  been  learned,  but  much  remains 
to  be  learned  about  the  complex  set  of  behaviors  which  surround  teenage  childbear- 
ing. 

To  illustrate  some  of  what  has  been  learned  in  studies  funded  by  NICHD  research 
grants,  I  cite  recent  findings  on  the  effects  of  teenage  childbearing  on  the  health 
outcomes  of  the  children.  One  of  the  important  methodological  issues  in  assessing 
these  effects  is  the  fact  that  women  who  nave  births  as  teens  are  much  more  likely 
to  come  fi-om  disadvantaged  family,  economic,  educational  and  social  backgrounds, 
and  are  less  likely  to  have  had  access  to  adequate  nutrition  and/or  health  care.  Each 
of  these  factors  is  likely  to  have  an  independent  effect — over  and  above  the  age  of 
the  mother — on  such  child  health  indicators  as  birthweight  and  gestational  age. 
Having  controlled  for  these  confounding  influences,  researchers  find  that 
birthweights  are  no  lower  among  adolescent  mothers  than  they  would  have  been  if 
these  women  had  delayed  childbearing.  At  the  same  time,  these  studies  do  find  evi- 
dence that  the  children  of  teenage  mothers  are  likely  to  have  significantly  shorter 
gestational  periods  and  are  more  likely  to  be  premature,  often  requiring  expensive 
medical  treatment. 

To  be  sure,  these  findings  remain  controversial  and  do  not  yet  represent  consen- 
sus among  the  scientific  community  on  the  health  consequences  of  adolescent  child- 
bearing.  Further  studies  are  needed  to  either  confirm  or  refute  such  conclusions. 
But  such  findings  illustrate  the  potential  importance  that  high  quality  research 
funded  through  NICHD  can  have  for  informing  policy  and  helping  to  determine 
where  government  can  have  an  impact  in  improving  the  health  status  of  infants  in 
the  U.S. 

RACIAL  SEGREGATION 

Also  with  support  from  NICHD,  researchers  have  been  able  to  examine  patterns 
of  residential  segregation.  They  conclude  that  it  is  not  a  thing  of  the  past,  nor  a 
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neutral  fact  that  can  be  ignored.  Rather,  a  large  share  of  black  America  remains 
segregated  on  the  basis  of  race.  Urban  areas  with  large  black  communities  display 
levels  of  black  suburbanization  which  lag  behind  those  of  other  groups,  and  even 
within  suburbs  blacks  remain  segregated.  In  20  metropolitan  areas  containing  36 
percent  of  the  African  American  population,  blacks  are  so  highly  segregated  across 
many  dimensions  that  researchers  coined  the  term  "hypersegregation".  Understand- 
ing the  consequences  of  residential  segregation  is  needed  if  policies  developed  to  ad- 
dress the  problems  of  African  Americans  and  urban  neighborhoods  are  to  succeed. 

Similar  research  findings  show  that  this  distinctive  pattern  of  racial  segregation 
cannot  be  attributed  to  socioeconomic  factors  alone.  For  example,  black  families 
earning  over  $50,000  live  in  neighborhoods  which  are  just  as  segregated  as  those 
earning  under  $2,500.  Despite  anti-discrimination  laws  and  advances  by  African 
Americans  in  the  U.S.,  the  data  indicate  there  continues  to  be  a  weak  demand  for 
housing  in  integrated  neighborhoods  and  problems  in  achieving  non-racially  based 
neighborhood  transitions. 

Housing  segregation  patterns  have  consequences  for  the  rates  of  economic  ad- 
vancement for  African  Americans.  Where  one  lives  is  highly  correlated  with  the 
goods  and  services  to  which  one  has  access.  Residential  location  determines  where 
one's  children  are  educated,  the  jobs  which  are  accessible,  the  costs  of  groceries  and 
other  services,  and  the  level  of  crime  and  drugs  to  which  families  are  exposed.  Sev- 
eral studies  show  that,  dollar  for  dollar  of  income,  year  for  year  of  schooling,  and 
unit  for  unit  of  occupational  status,  blacks  achieve  fewer  of  the  benefits  associated 
with  address  than  other  racial  and  ethnic  groups.  Thus,  segregation  within  housing 
markets  appears  to  maintain  barriers  to  black  social  and  economic  mobility,  inhibit- 
ing the  access  of  this  group  of  Americans  to  the  full  range  of  benefits  of  urban  soci- 
ety. 

MULTIDISCIPLINARY  RESEARCH  SUPPORTED  BY  NICHD 

NICHD  has  recently  initiated  several  programs  using  a  multidisciplinary  ap- 
proach to  social  problems  of  interest  to  policy-makers.  One  such  initiative  involves 
studies  of  the  family.  Family  life  and  the  well-being  of  children  are  dramatically  af- 
fected by  national  policies.  NICHD  has  worked  not  only  to  coordinate  demographic 
and  behavioral  research  in  these  areas,  but  also  to  provide  policy-makers  with  infor- 
mation on  how  government  programs  impacts  families  ana  children.  In  fiscal  year 
1993,  NICHD  launched  a  five-year,  multidisciplinary  Family  and  Child  Well-Being 
Research  Network  involving  researchers  with  expertise  in  psychology,  sociology,  eco- 
nomics and  health.  Through  in  depth  analysis  of  some  of  the  national  databases 
such  as  the  Panel  Study  of  Income  Dynamics  (PSID),  the  National  Longitudinal 
Survey  of  Youth  (NLSY),  and  the  Longitudinal  Studies  in  Child  Abuse  and  Neglect 
(LONGSCAN),  the  Network  has  begun  to  address  research  questions  of  national 
concern.  These  include  the  long-term  consequences  of  family  instability;  the  inter- 
relations between  characteristics  of  parents,  families,  and  influences  from  outside 
the  family;  and  the  impact  these  factors  have  on  indices  of  child  well-being.  In  addi- 
tion to  individual  studies,  the  seven  principle  investigators  share  insights,  work  on 
a  cooperative  research  plan  and  participate  in  conferences  and  workshops.  Increased 
monies  would  allow  NICHD  to  expand  the  Network,  thus  bringing  the  expertise  of 
additional  demographic  and  behavioral  disciplines  to  bear  on  these  complex  issues. 

THE  NATIONAL  INSTITUTE  ON  AGING 

While  NICHD  is  concerned  primarily  with  families  and  children,  NIA  focuses  on 
the  elderly.  As  the  U.S.  population  ages  and  Congress  contemplates  changes  in  So- 
cial Security  and  the  health  care  system,  the  demographics  of  the  elderly  become 
even  more  important.  Monitoring  the  effects  of  such  changes  requires  systemic  col- 
lection of  data  on  the  elderly,  retirement  decisions  and  health  status.  NIA  and  this 
Subcommittee  have  a  strong  history  of  supporting  the  collection  of  data  which  al- 
lows demographers  to  study  questions  of  concern  to  policy-makers.  Among  NIA-sup- 
Borted  databases  are  the  Health  and  Retirement  Study  (HRS),  the  Asset  and  Health 
•ynamics  of  the  Oldest-Old  (AHEAD)  survey,  and  the  National  Long  Term  Care 
Survey  (NLTCS). 

While  HRS  focuses  on  retirement  decisions,  it  also  includes  data  on  disability, 
work  history,  health  and  health  insurance,  pensions  and  retirement  plans,  and  obli- 
gations to  family  that  may  bear  on  retirement  decisions.  The  first  wave  of  HRS, 
questioning  people  aged  51-61,  was  completed  in  March  of  1993.  More  than  2,000 
African  Americans  and  over  1,000  Hispanics  are  included  in  the  sample,  with  both 
minority  groups  being  oversampled  at  the  ratio  of  2:1.  Residents  of  Florida  were  also 
oversampled  at  the  same  rate.  The  second  wave  of  HRS  is  now  in  the  planning 
stage,  with  data  collection  expected  to  begin  in  April  1994.  The  focus  of  Wave  R  will 
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be  on  measuring  change  in  labor  force  status,  health  conditions,  and  cognitive  func- 
tioning while  updating  our  information  on  family  structure,  intra-fanmy  transfers, 
income,  net  worth,  and  demographics. 
An  Early  Results  Workshop  was  held  in  September  1993  based  on  data  from  a 

gartial  sample  of  Wave  I.  Among  the  number  of  interesting  findings  which  emerged 
•om  the  29  papers  presented  are:  1.)  a  substantial  percentage  of  respondents  reel 
they  are  locked  into  their  current  jobs  because  they  might  lose  pensions  or  health 
insurance  benefits;  2.)  the  effects  of  pension  status  on  work  are  very  strong.  Of 
those  eligible  for  full  pension  benefits  at  ages  less  than  62,  the  odds  of  working  full 
time  at  62  are  about  30  percent.  For  respondents  whose  full  pension  benefits  are 
not  obtainable  until  age  65,  the  odds  of  working  full  time  at  62  are  almost  70  per- 
cent— more  than  twice  as  large;  3.)  an  elderly  person's  health  and  pension  status 
interact  in  important  ways  in  determining  the  decisions  of  older  Americans  to  retire. 
Those  in  excellent  health  are  much  more  likely  to  be  working  full  time  at  age  62 
or  65  than  those  in  worse  health,  while  those  with  defined  benefit  pension  plans 
are  much  less  likely  to  be  working  full  time  at  ages  62  or  65  than  those  with  defined 
contribution  plans  or  no  pension  plan  at  all;  4.)  about  1  in  7  respondents  is  not  cov- 
ered by  health  insurance  and  the  rate  of  non-coverage  is  higher  among  Hispanic  and 
African  American  households.  While  coverage  is  generally  higher  in  married  house- 
holds than  in  unmarried  ones,  there  is  a  surprisingly  large  proportion  of  households, 
in  which  only  one  member  is  covered;  5.)  HRS  respondents  or  their  siblings  make 
substantial  transfers  of  money  and  time  to  their  frail,  elderly  parents.  Generally 
speaking,  middle-aged  women  provide  more  help  in  terms  of  time,  while  male  re- 
spondents provide  more  financial  aid.  Preliminary  evidence  indicates  that  women 
who  provide  care  for  grandchildren  and  frail  parents  reduce  their  work  hours,  thus 
reducing  their  contribution  to  social  security  and  their  own  pension  funds. 

The  AHEAD  Survey,  which  focuses  on  people  over  70,  will  provide  unique  infor- 
mation on  the  d3mamics  of  health,  economic  resources,  care  arrangements  and  the 
extended  family.  The  study  will  offer  badly  needed  data  on  the  cost  of  illness  and 
its  impact  on  the  family,  as  well  as  interactions  with  the  long  term  care  system, 
including  drawing  down  on  assets  required  for  Medicaid  eligibility.  Such  a  study  is 
needed  to  provide  data  to  make  informed  decisions  on  initiatives,  such  as  Medicare/ 
Medicaid  coverage  for  community  long  term  care  and  health  care  reform.  Current 
funding  for  AHEAD  will  not  support  adequate  samples  of  African  Americans  and 
Hispanics.  Given  the  importance  of  understending  the  health  status  and  financial 
capacity  of  these  groups  to  pay  for  long  term  care,  additional  money  should  be  added 
to  the  AHEAD  Survey  to  increase  the  sample  sizes  of  these  two  groups. 

Monies  are  also  needed  to  ensure  important  databases  are  fully  analyzed  by  a  va- 
riety of  investigators.  Preliminary  analysis  indicates  that  HRS  will  provide  impor- 
tant insights  into  issues  such  as  health  insurance  coverage,  the  accommodations 
made  by  employers  to  disabled  workers,  and  factors  underlying  the  drop  in  male  re- 
tirement age.  At  present  NIA  has  no  funds  to  support  in-depth  analyses  of  these 
data.  The  same  problem  exists  with  respect  to  the  analysis  of  other  surveys,  includ- 
ing the  National  Long  Term  Care  Survey  (NLTCS).  Recently  reported  data  from  the 
NLTCS  reveals  that  the  rates  of  disability  among  the  elderly  declined  by  2.8  percent 
since  1982.  This  change  implies  that  there  were  almost  900,000  fewer  disabled  el- 
derly in  1989  than  if  the  1982  number  had  not  dropped.  The  number  of  elderly  with 
chronic  medical  conditions  declined  even  faster  and  may  portend  further  drops  in 
old  age  disability  and  mortality.  These  data  also  indicate  that  frail  elderly  in  1989 
were  less  dependent  on  help  from  others  and  rely  more  on  special  equipment  and 
other  technologies.  Further,  projections  of  the  elderly  population  may  be  tar  too  low, 
requiring  re-evaluation  of  medicare  and  social  security  trust  funds.  Continued  re- 
search is  needed  to  confirm  these  trends  and  to  isolate  the  reasons  for  this  unantici- 
pated change  in  old  age  disability  and  dependency. 

RECOMMENDATIONS 

To  summarize,  demographic  data  is  an  important  tool  for  policy-makers.  Such  re- 
search can  promote  informed  decision  making  and  suggest  ways  to  save  scarce  fed- 
eral resources.  If  this  vital  research  is  to  continue  to  produce  relevant  and  timely 
information,  adequate  funding  is  needed.  As  mentioned  above,  the  primary  federal 
siipport  for  demographic  research  comes  from  the  NICHD  and  NIA.  PAA  and  the 
APC  appreciate  and  support  the  Professional  Judgment  Budget  for  NICHD  which 
requests  $776.28  million  for  fiscal  year  1995.  This  type  of  increase  would  allow 
grants  to  be  awarded  at  a  38  percent  success  rate,  rather  than  the  current  20  per- 
cent rate.  The  Professional  Judgment  Budget  is  the  key  to  what  is  needed  to  carry 
out  a  successful  research  program  at  NICHD.  Comparably,  NIA's  Professional  Judg- 
ment Budget,  requesting  $574  million  is  a  statement  of  that  institute's  realistic 
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needs.  An  increase  of  about  $1.3  million  will  allow  NIA  to  raise  the  current  success 
rate  of  applications  in  demography  from  a  discouragingly  low  level  of  seven  percent 
to  ten  percent. 

In  supporting  these  Professional  Judgments,  we  acknowledge  the  restraints 
placed  on  Congress  by  the  recent  budget  resolution  and  therefore  join  with  the  Ad 
Hoc  Group  for  Medical  Research  Funding  in  seeking,  at  a  minimum,  $11.95  billion 
for  NIH  as  a  whole.  We  urge  an  equitable  distribution  of  this  increase  among  all 
the  institutes.  Thank  you  for  your  kind  attention. 

Senator  Hajrkin.  Vera  Ford,  again,  thank  you  very  much  for  your 
testimony  and  for  being  a  great  example  of  what  a  person  can  ac- 
compHsh  in  her  lifetime. 

Ms.  Ford.  Thank  you. 

Senator  Harkin.  Quite  an  accomplishment.  I  applaud  you  for  it. 
This  committee  has  been  very  supportive  of  the  Job  Corps  centers, 
as  has  been  the  administration. 

It  is  one  of  the  few  things  the  administration,  in  their  budget  re- 
quest, has  put  a  considerable  amount  more  money  into,  about  a  50- 
percent  increase,  as  a  matter  of  fact.  So  Job  Corps,  I  think,  is  well 
supported  and  doing  a  great  job. 

Ms.  Ford.  Thank  you. 

Senator  Harkin.  So  we  will  continue  on  that  line.  On  the  voca- 
tional schools,  let  me  ask  one  question  on  vocational  schools. 

The  President  has  been  fond  of  saying  that  statistics  show  that 
the  average  American  changes  jobs  seven  times  in  his  or  her  life- 
time. 

So  how  do  you  answer  the  charge:  well,  you  go  to  vocational 
school,  you  learn  a  vocation,  and  you  spend  so  much  time  learning 
it,  you  get  into  that  and  then  the  Earth  shifts  from  underneath 
you. 

Dr.  Hudson.  In  answer  to  that,  most  vocational-technical 
schools,  whether  they  are  at  a  secondary  level  or  community  col- 
lege, normally  offer  occupational  education  that  is  very  broad,  rath- 
er directed  toward  life-long  learning  experiences. 

We  not  only  teach  for  that  entry-level  job,  but  we  are  beginning, 
since  integrating  academics  back  into  vocational  education,  we  are 
beginning  to  learn  to  teach  people  not  only  for  the  first  job,  but  we 
are  also  preparing  them  for  the  first  promotion  or  job  change. 

Senator  Harkin.  So  you  are  saying  that  it  is  broad  based. 

Mr.  Hudson.  It  is  broad  based.  It  is  broad  based.  I  purposely  try 
to  avoid,  since  being  in  vocational  education  for  the  last  27  years, 
using  the  term  training,  because  we  train  animals,  we  educate 
young  people  and  adults  to  work  in  the  labor  force  to  be  problem 
solvers  and  critical  thinkers. 

Speaking  as  a  university  professor,  I  think  that  vocational-tech- 
nical education  is  one  of  the  best  college  preparatory  programs  in 
the  public  school  systems  today,  primarily  because  vocational-tech- 
nical education  teaches  people  application  of  the  general  education 
and  the  academics  they  received  at  the  elementary  and  secondary 
level. 

And  most  of  the  stuff  that  is  in  the  NAVE  report.  Senator  Har- 
kin, we  at  AVA  agree  and  support  with.  It  is  a  very  good  assess- 
ment of  what  is  happening  in  vocational  education. 

And,  of  course,  our  written  testimony  highlights  the  points  that 
we  think  NAVE  made  for  the  benefit  of  vocational  education  as  far 
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as  it  being  an  investment  in  the  human  resources  of  this  country, 
to  make  us  economically  competitive. 

Senator  Harkin.  John  Calhoun,  I  appreciate  what  you  had  to  say 
about  this  committee  being  involved  in  crime,  even  though  it  is  not 
part  of  our  title. 

I  just  happened  to  think  when  I  was  listening  to  Vera  talk  about 
Job  Corps,  we  have  all  this  push  to  take  first-time  young  offenders, 
who  are  not  really  serious  offenders,  and  we  are  going  to  send  them 
to  boot  camps. 

Well,  why  don't  we  send  them  to  Job  Corps  centers? 

Mr.  Calhoun.  I  think  it  is  a  terrific  idea.  I  used  to  coordinate 
the  Job  Corps  in  Massachusetts,  so  I  feel  I  have  a  soul  mate  at  the 
other  end  of  the  table,  and  I  couldn't  agree  with  you  more. 

Senator  Harkin.  I  just  don't  know  why  I  have  not  thought  of 
that.  Well,  I  have  to  find  out,  ask  my  staff  to  find  out  for  me:  what 
does  it  cost  to  keep  a  young  person  in  the  so-called  boot  camp?  And 
what  would  it  cost  to  send  them  to  Job  Corps? 

Mr.  Calhoun.  I  don't  know  the  cost  for  Job  Corps.  Vera,  maybe 
you  could  answer  that.  But  for  boot  camp  you  are  looking  at,  I 
think,  between  $20,000  and  $30,000. 

Senator  HARKIN.  A  year. 

Mr.  Calhoun.  Per  child.  I  don't  know  what  the  cost  is  for  Job 
Corps. 

Ms.  Ford.  I  think  it  is  a  little  less  than  that,  and  for  every  slot 
in  Job  Corps,  we  can  train  two  students. 

Senator  Harkin.  For  that. 

Ms.  Ford.  Based  on  the  length  of  stay  or  the  trades  that  they 
take.  So  it  is  possible  for  two  students  to  be  trained  in  one  slot.  So 
that  kind  of  makes  it  a  possibility. 

Senator  Harkin.  That  seems  to  make  more  sense.  All  right.  Well, 
thank  you  all  very  much. 

STATEMENT  OF  DR.  WILLIAM  KIRWAN,  NATIONAL  ASSOCIATION  OF 
STATE  UNIVERSITY  AND  LAND-GRANT  COLLEGES 

Senator  Harkin.  Our  next  panel  will  be  Dr.  Kirwan,  National 
Association  of  State  University  and  Land-Grant  Colleges;  New 
York  University  Medical  Center,  Gilda  Ecryod;  the  National  Coali- 
tion for  Cancer  Research,  Margaret  Foti;  the  American  Cancer  So- 
ciety, Irvin  Fleming;  American  Association  for  Cancer  Research, 
Anna  Barker;  the  Association  of  American  Cancer  Institutes,  John 
Kovach;  and  the  American  Aging  Association,  Arthur  Balin. 

I  hope  I  pronounced  that  right.  I  hope  we  have  enough  chairs. 
If  not,  we  will  get  some  more.  I  love  those  buttons  you  are  wearing. 

[Clerk's  note. — The  witness  was  wearing  a  button  supporting 
the  Harkin/Hatfield  fund  for  health  research  which  read:  "Support 
the  fund  for  health  research — 1  percent  can  make  the  difference"]. 

Senator  Harkin.  Our  leading  witness  on  this  panel  will  be  Dr. 
Kirwan,  who  is  the  president  of  the  University  of  Maryland  at  Col- 
lege Park  on  behalf  of  the  Association  of  American  Universities  and 
Land-Grant  Colleges.  Dr.  Kirwan. 

Dr.  Kirwan.  Thank  you  very  much,  Mr.  Chairman,  for  this  op- 
portunity to  testify  before  you  today.  I  first  want  to  express  our 
very  great  appreciation  for  your  support  of  the  fiscal  year  1994 
budget  for  NIH. 
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There  were  some  proposals  for  reduction  coming  out  of  the  ad- 
ministration last  year,  and  because  of  your  efforts,  we  were  able  to 
provide  adequate  funding  at  NIH. 

I  also  want  to  applaud  your  proposal  and  Senator  Hatfield's  pro- 
posal for  the  1-percent  trust  fund  in  support  of  medical  research. 

Senator  Harkin.  I  appreciate  that. 

Dr.  KiRWAN.  You  know,  I  think  we  did  not  rally  to  your  support 
as  quickly  as  we  should  have,  but  we  are  educable,  and  I  want  you 
to  know  that  we  have  seen  the  light  and  we  very  much  applaud 
your  efforts  in  this  regard. 

Senator  KLajrkin.  I  appreciate  that,  Dr.  Kirwan. 

Dr.  Kirwan.  You  have  a  copy  of  my  testimony,  so  I  will  just  high- 
light four  points.  First,  AAU  and  NASULGC  urge  support  of  the 
Ad  Hoc  Committee  for  Medical  Research  Funding  recommenda- 
tions, namely  a  9-percent  increase  in  the  NIH  budget,  which  would 
raise  it  to  a  total  of  $11.9  billion. 

Now  in  this  economy,  a  9-percent  increase,  of  course,  is  a  lot  of 
money.  But  when  one  thinks  about  the  future  and  the  future  well- 
being  of  our  society,  we  think  that  this  kind  of  investment  is  not 
only  justified  but  very  important. 

Contained  within  that  request  are  some  very  important  items 
that  I  want  to  highlight.  One  concerns  the  research  training  fellow- 
ships. 

That  program  has  been  level  funded  the  past  2  years,  and,  in 
fact,  this  means  that  we  have  had  an  erosion  of  support.  We  believe 
that  the  funding,  the  9-percent  increase,  would  enable  us  to  at 
least  maintain  the  number  of  research  training  grants  and  provide 
full  funding  for  the  cost  of  tuition  and  fees  and  a  modest  increase 
in  stipend  level.  So  that  would  be  contained  in  the  9-percent  in- 
crease. 

A  second  item  is  the  support  for  research  infrastructure.  A  lot 
has  been  written  about  crumbling  academe,  and  it  is  real. 

If  we  are  going  to  be  able  to  do  first-class  research  in  this  area, 
we  have  got  to  have  first-class  facilities.  And  again,  the  9-percent 
increase  would  include  funds  that  would  go  to  the  National  Center 
for  Research  Resources  at  NIH,  and  we  think  that  is  the  appro- 
priate place  to  locate  the  funds  to  help  build  the  academic  infra- 
structure across  our  Nation. 

Finally,  Mr.  Chairman,  I  just  want  to  touch  on  a  related  item. 
This  is  the  indirect  cost  recovery.  You  know  that  in  1991  their  ad- 
ministrative overhead  was  capped  at  26  percent. 

PREPARED  STATEMENT 

This  past  July  an  interagency  panel  proposed  additional  limits 
through  a  new,  revised  circular  A-21.  And  we  think  that  this  new, 
revised  circular  addresses  the  legitimate  concerns  coming  out  of 
Congress  about  administrative  overhead,  and  we  would  urge  you  to 
oppose  any  further  reduction  beyond  those  that  have  already  been 
achieved  in  this  area. 

Thank  you,  Mr.  Chairman. 

Senator  Harkin.  Dr.  Kirwan,  thank  you  very  much  and  thank 
you  for  being  here  today. 

[The  statement  follows:] 
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Statement  of  William  Kirwan 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  William  Kirwan,  the 
President  of  the  University  of  Maryland  at  College  Park.  I  am  delighted  to  appear 
before  you  this  morning  and  do  so  on  behalf  of  both  NASULGrC  and  the  Association 
of  American  Universities  (AAU).  We  welcome  the  opportunity  to  submit  testimony 
on  the  fiscal  year  1995  budget  for  the  National  Institutes  of  Health  (NIH).  Together, 
AAU  and  NASULGC  represent  over  150  public  and  private  research  universities 
across  the  country.  Funds  from  the  NIH  account  for  fully  one-half  of  the  federedly 
sponsored  research  at  these  institutions. 

At  the  outset,  Mr.  Chairman,  I  want  to  take  this  opportunity  to  thank  you  and 
all  the  members  of  the  Subcommittee  for  your  consistent  support  of  biomedical  re- 
search over  the  years,  particularly  last  year.  As  you  know,  while  the  Administra- 
tion's fiscal  year  1994  budget  proposal  called  for  increased  funding  in  some  areas 
of  biomedical  research,  it  would  have  cut  funding  in  many  other  areas.  Such  cuts 
would  have  had  a  dramatic  impact  not  only  on  individual  research  projects  but  on 
the  overall  research  enterprise.  Your  efforts  to  provide  a  funding  level  that  allowed 
an  increase  in  all  of  the  NIH  institutes  are  very  much  appreciated. 

The  university  community  is  well  aware  that  the  Subcommittee  has  continued  to 
make  biomedical  research  a  priority — even  in  the  face  of  severe  budget  constraints. 
We  are  also  aware  that  the  Subcommittee  will  again  this  year  confi*ont  tough  deci- 
sions, perhaps  the  toughest  yet.  It  is  our  hope  that  as  you  grapple  with  these  dif- 
ficult choices,  you  will  continue  to  recognize  the  central  role  of  biomedical  research 
in  addressing  the  current  and  future  health  care  needs  of  all  Americans  and  many 
people  around  the  world. 

The  AAU  and  NASULGC  endorse  the  recommendation  of  the  Ad  Hoc  Group  for 
Medical  Research  Funding  in  calling  for  a  fiscal  year  1995  NIH  budget  of  $11.9  bil- 
lion. This  represents  a  nine  percent  increase  over  last  year's  appropriation  and  pro- 
vides a  level  of  support  for  NIH  that  keeps  pace  with  the  enormous  research  oppor- 
tunities before  us  today. 

In  addition  to  adequate  funding  of  individual  research  project  grants,  the  AAU 
and  NASULGC  also  believe  that  research  training  is  a  critical  element  in  maintain- 
ing a  strong  biomedical  research  enterprise.  The  Ad  Hoc  Group's  recommendation 
for  fiscal  year  1995  would,  therefore,  support  at  least  the  same  number  of  research 
trainees  as  fiscal  year  1994.  However,  the  recommendation  also  includes  sufficient 
funds  to  provide  a  much  needed  cost-of-living  increase  for  training  grant  stipends 
and  full  reimbursement  for  tuition  and  fees. 

Our  recommendation  would  also  call  for  increased  investments  in  our  national  re- 
search infrastructxire  particularly  in  the  area  of  renovation  and  upgrading  of  facili- 
ties. Mr.  Chairman,  as  you  know,  many  of  our  research  facilities  continue  to  grow 
old  and  obsolete.  We  simply  cannot  maintain  a  first-rate  research  enterprise  with 
second-  and  third-rate  equipment  and  facilities.  As  I  know  you  are  aware.  Public 
Law  103—43,  the  National  Institutes  of  Health  Revitalization  Act  of  1993,  authorized 
funding  for  research  facilities.  The  Ad  Hoc  Group's  recommendations  for  fiscal  year 
1995  provides  modest  funding  to  begin  to  address  this  important  need  without  tak- 
ing away  from  training  needs  or  our  investment  in  investigator-initiated  research 
activities. 

In  this  regard,  the  AAU  and  NASULGrC  are  particularly  concerned  about  the 
funding  levels  for  many  of  the  programs  included  in  the  National  Center  for  Re- 
search Resovu-ces  (NCRR).  NCRR  programs  have  been  extremely  valuable  to  re- 
search institutions  and  cost-effective  to  the  government.  For  example,  in  an  era  of 
limited  resources,  the  Shared  Instrumentation  Grant  Program  (SIG)  offers  a  way  to 
leverage  scarce  federal  dollars  to  ensure  the  availability  of  sophisticated  but  often 
expensive  scientific  equipment.  The  university-based  General  Clinical  Research  Cen- 
ters (GCRC's)  provide  the  state-of-the-art  instrumentation,  skilled  laboratory  techni- 
cians, research  nurses,  and  speciahzed  laboratory  and  computer  facilities  essential 
to  conducting  much  of  the  clinical  research  underway  today.  Unfortunately,  funding 
for  GCRC's  and  SIG,  along  wiUi  many  other  NCRR  programs,  has  not  kept  pace 
with  program  needs  and  capacity. 

At  this  point,  Mr.  Chairman,  I  would  also  like  to  make  brief  mention  of  another 
topic  of  immense  importance  to  the  research  community:  indirect  cost  recovery 
rates.  As  you  know,  significant  changes  have  already  been  made  in  federal  policies 
for  the  reimbursement  of  indirect  costs  associated  with  research.  In  October  1991, 
the  Office  of  Management  and  Budget  (0MB)  capped  the  reimbursement  to  univer- 
sities for  administrative  expenses  to  26  percent  of  direct  costs  of  research.  At  that 
time  0MB  also  clarified  its  rules  to  disallow  charges  of  specific  inappropriate  costs. 
In  July  1993,  following  months  of  study  by  an  interagency  panel,  0MB  placed  addi- 
tional Limits  on  cost  reimbursement  in  a  revised  Circular  A-21.  Mr.  Chairman,  we 
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believe  the  changes  made  in  A-21  address  the  concerns  expressed  by  Congress  and 
others  about  reimbursement  to  universities  for  the  costs  associated  with  conducting 
research.  They  are,  in  fact,  the  most  significant  and  far  reaching  changes  in  the  34- 
year  history  of  0MB  Circular  A-21.  I  urge  you  and  your  colleagues  to  resist  any 
proposals  to  freeze  or  cut  indirect  costs  beyond  the  recent  and  significant  cuts  that 
have  already  been  made  through  the  revised  Circular  A-21. 

Finally,  Mr.  Chairman,  this  year  the  AAU  and  NASULGC,  like  many  other  orga- 
nizations, are  also  deeply  interested  in  health  care  reform  and  its  implications  for 
universities,  particularly  those  that  have  a  medical  center.  The  AAU  and  NASULGC 
have  convened  a  Task  Force  on  Health  Care  Reform  comprised  of  university  presi- 
dents and  chancellors,  as  well  as  medical  school  deans,  vice  presidents  and  financial 
officers  of  academic  health  centers. 

Universities  have  a  stake  in  the  national  health  care  debate  fi-om  several  perspec- 
tives: as  providers  of  health  care,  as  educators  of  health  care  professionals,  as  em- 
ployers and  as  the  places  where  the  bulk  of  biomedical  research  is  carried  out.  All 
of  these  aspects  of  health  care  are  of  great  importance  to  universities  and  are,  in 
many  ways,  interrelated  to  one  another.  We  are  well  aware  and  deeply  appreciative 
of  your  efforts  and  the  efforts  of  Senator  Hatfield  to  explore  ways  in  which  support 
for  biomedical  research  will  be  kept  prominent  in  the  debate  on  health  care  reform. 
We  welcome  the  opportunity  to  work  with  you  and  your  staff  on  this  important 
issue. 

On  behalf  of  my  colleagues,  I  thank  you  for  this  opportunity  to  present  our  views 
before  this  distinguished  panel. 

STATEMENT  OF  GILDA  VENTRESCA  ECRYOD,  ON  BEHALF  OF  THE  NEW 
YORK  UNIVERSITY  MEDICAL  CENTER 

Senator  Harkin.  Now,  I  have  New  York  University  Medical  Cen- 
ter. I  have  Dr.  Farber. 

Ms.  ECRYOD.  I  am  Gilda  Ventresca  Ecryod  representing  Dr. 
Farber  today. 

Senator  Harkin.  Gilda. 

Ms.  Ecryod.  Right. 

Senator  Harkin.  Pronounce  that  last  name  again. 

Ms.  Ecryod.  Ecryod. 

Senator  Harkin.  Ecryod.  I  did  pronounce  it  right.  Thank  you  and 
welcome. 

Ms.  Ecryod.  I  ask  that  Dr.  Farber's  statement  be  included  in  the 
record. 

Senator  Harkin.  Sure. 

Ms.  Ecryod.  I  would  like  to  begin  by  thanking  the  chairman  for 
his  leadership  in  the  field  of  biomedical  research,  especially  for  his 
work  in  the  innovative  legislation  that  seeks  to  provide  additional 
funding  through  a  medical  research  trust  fund. 

NYU  Medical  Center  endorses  and  supports  this  initiative,  espe- 
cially as  we  face  a  freeze  on  discretionary  funding  that  may  other- 
wise result  in  less  funding  for  such  research  despite  the  interest 
and  support  of  the  committee. 

The  ^^YU  School  of  Medicine  was  established  in  1831,  and  among 
its  founding  faculty  was  John  Revere,  professor  of  niedicine  and  the 
younger  son  of  the  Revolutionary  War  hero. 

Among  the  school's  early  graduates  are  found  many  of  the  giants 
of  American  medicine,  including  Walter  Reed,  a  conqueror  of  yellow 
fever,  Herman  Biggs,  Jonas  Salk,  Albert  Sabin,  who  developed  the 
polio  vaccines,  and  Severo  Ochoa,  a  NYU  physician  who  was 
awarded  the  Nobel  Prize  for  medicine,  Saul  Krugman,  who  devel- 
oped a  vaccine  against  measles  in  1980  and  a  hepatitis-B  vaccine 
in  1981. 
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NYU  has  been  teaching  and  caring  for  patients  at  NYU  and 
Bellview  for  over  145  years.  Essentially  all  the  attending  physi- 
cians at  Bellview  Hospital  are  members  of  the  NYU  faculty. 

At  Bellview  they  treat  over  400,000  patients  each  year  and  prob- 
ably have  some  of  the  largest  cases  of  TB,  AIDS,  and  some  other 
diseases  that  we  see  in  our  urban  centers  throughout  the  country. 

The  NYU  School  of  Medicine  has  historically  been  recognized  in 
its  leadership  in  medical  research,  physician  education,  and  critical 
care  programs. 

Recently,  as  the  chairman  is  aware,  the  medical  center  has  made 
an  important  strategic  decision  to  prepare  NYU  for  the  21st  Cen- 
tury. 

The  opening  of  the  Skirball  Institute  of  Biomolecular  Research  is 
a  new  addition  to  our  already  substantial  commitment  to  scientific 
and  clinical  research  and  will  reinforce  the  biomedical  capacity  of 
the  northeast  region  and  the  country. 

In  the  face  of  this  new  building,  research  at  NYU  Medical  Center 
is  threatened  by  serious  losses  in  research  revenue  if  the  adminis- 
tration's plan  to  pause  indirect  cost  pajrments  is  approved  by  the 
Congress. 

We  urge  the  subcommittee  to  reject  this  proposed  pause  that 
would  cost  $3  million  in  research  funding  to  the  medical  center  in 
1995  and  $13  million  per  year  by  1997  when  the  Skirball  Institute 
is  completed. 

We  support  the  fiscal  year  NIH  budget  of  $11.9  billion  and  urge 
the  subcommittee  to  restore  funding  for  the  NIH  Center  for  Re- 
search Resources  Biomedical  Research  Support  Grant  and  the 
Shared  Instrument  Grant  Program. 

These  competitive  programs  could  help  NYU  to  secure  some  of 
the  $50  million  that  will  be  needed  to  fund  the  instrument  needs 
at  the  Skirball  Institute. 

PREPARED  STATEMENT 

Again,  thank  you  for  giving  NYU  Medical  Center  this  oppor- 
tunity to  testify.  The  NYU  community  is  grateful  to  Senator  Har- 
kin  and  all  the  Senators  of  the  subcommittee  for  your  interest  and 
support  for  biomedical  research. 

Senator  Harkin.  Thank  you  very  much.  Appreciate  it. 

[The  statement  follows:] 

Statement  of  Saul  J.  Farber,  M.D.,  MACP,  Provost  and  Dean,  NYU  Medical 

Center 

Chairman  Harkin  and  distinguished  Members  of  the  Subcommittee  on  Labor, 
Health  and  Human  Services,  Education  and  Related  Agencies  of  the  Senate  Appro- 
priations Committee,  this  testimony,  on  behalf  of  the  New  York  University  (NYU) 
Medical  Center,  is  in  support  of  the  programs  of  the  National  Institutes  of  Health 
(NIH).  Thank  you  Mr.  Chairman,  for  this  opportunity  to  present  this  testimony  and 
for  your  continued  support  of  biomedical  research  efforts.  Your  leadership  in  protect- 
ing and  supporting  medical  research  is  deeply  appreciated,  especially  in  the  face  of 
numerous  efforts  in  the  past  few  years  to  erode  the  financial  support  for  medical 
research.  Unfortunately,  these  cuts  in  research  funding  come  just  as  scientists  are 
on  the  brink  of  important  new  discoveries  that  can  save  human  life  and  avoid  un- 
necessary pain  and  suffering. 

My  name  is  Saul  J.  Farber  M.D.,  MACP,  and  I  am  Provost  and  Dean  of  the  NYU 
Medical  Center.  In  this  testimony,  I  will  describe:  (1)  NYU  Medical  Center;  (2)  the 
instrumentation  needs  of  the  Medical  Center  in  order  to  pursue  critical  medical  re- 
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search  opportunities;  and,  (3)  the  dire  state  of  important  financial  resources  at  the 
National  Center  for  Research  Resources. 

NYU  was  founded  in  1831  and  is  the  largest  private  university  in  the  United 
States,  with  a  current  enrollment  of  47,000  students.  NYU  includes  13  schools,  col- 
leges and  divisions  and  occupies  six  major  centers  in  Manhattan.  The  motto  of  the 
University  is  "a  private  university  in  the  public  service".  The  NYU  Medical  Center, 
a  key  component  of  NYU,  encompasses  one  health  care  philosophy  with  three  key 
priorities:  education  of  future  physicians,  exemplary  patient  care,  and  innovative 
scientific  research. 

In  terms  of  patient  care,  29,000  patients  are  admitted  to  the  Medical  Center's 
Tisch  Hospital  annually.  In  addition,  NYU  faculty  serve  as  the  attending  physicians 
at  Bellevue  Hospital — New  York  City's  largest  municipal  hospital  where  over 
400,000  patients  are  treated  each  year.  In  fact,  the  NYU/Bellevue  campus  provides 
care  to  the  largest  AIDS  and  TB  patient  populations  in  New  York  City.  NYU  physi- 
cians also  staff  the  Goldwater  Memorial  Hospital — the  City's  largest  chronic  care  fa- 
cility. 

NYU  Medical  Center  has  historically  been  recognized  for  its  leadership  in  medical 
research,  physician  education  and  clinical  care  programs.  Recently,  the  Medical 
Center  has  made  an  important  strategic  decision — and  a  highly  visible  investment — 
to  expand  its  level  of  research  activity  and  become  a  biomedical  research  institute 
of  the  first  order.  The  opening,  in  October,  1993,  of  the  86,434  net  square  foot 
Skirball  Institute  for  Bimolecular  Medicine  was  a  defining  moment  for  the  Medical 
Center,  signaling  a  new  era  of  purpose  and  institutional  commitment  to  a  research- 
oriented  mission. 

The  focus  and  central  principle  of  the  Skirball  Institute  is  to  form  a  bridge  be- 
tween basic  science  and  the  clinical  departments.  This  link  between  basic  science 
research  and  its  successful  conversion  to  clinical  applications  is  crucial  to  the  contin- 
ued viability  and  excellence  in  American  biomedical  research.  There  are  three  prior- 
ity multidisciplinaiy  research  programs  at  the  Institute  including:  Developmental 
genetics,  which  will  take  advantage  of  transgenic  mice  as  experimental  models  in 
the  fight  against  important  human  disease;  Neurobiology  to  strengthen  the  molecu- 
lar approach  to  the  nervous  system;  and  molecular  pathogenesis,  which  will  focus 
on  human  defense  mechanisms  against  microbial  infections,  cancer,  and  other  major 
diseases. 

The  multidisciplinary  research  programs  at  the  Skirball  Institute  will  support 
basic  and  clinical  research  in  dreaded  diseases  associated  with  inner-city  popu- 
lations, such  as  Acquired  Immunodeficiency  Syndrome  (AIDS),  Tuberculosis  (TB), 
and  breast  and  prostate  cancer.  The  ultimate  goal  is  to  make  the  Skirball  Institute 
for  Molecular  Medicine  a  human  disease  center  focusing  on  alternative  molecular 
approaches  to  treat  various  important  diseases.  At  the  same  time,  the  Institute  will 
actively  engage  the  physicians  and  the  scientists  in  the  clinical  research  units  in 
teaching  and  research,  so  an  awareness  of  the  molecular  models  and  assays  are 
available  at  the  bedside. 

The  application  of  new  and  exciting  basic  research  techniques  from  molecular  and 
cellular  biology,  as  well  as  structure  biology,  to  many  aspects  of  clinical  research, 
poses  problems  that  have  not  yet  been  encountered.  These  technologies  are  still  new 
and  complex  and  there  are  few  research  centers  where  clinicians  are  adequately 
trained  in  their  applications.  This  can  be  achieved  best  in  a  setting  where  tnere  is 
a  blend  of  clinical  and  non-clinical  scientists  with  expertise  in  the  field.  The  Skirball 
Institute  provides  the  perfect  environment  for  translating  bench  research  into  clini- 
cal practice. 

The  Skirball  Institute  will  also:  (1)  facilitate  collaboration  between  academia  and 
industry;  and,  (2)  establish  new  working  relationships  with  industry  and  academia 
to  spur  the  development  of  new  technologies  and  the  formation  of  new  companies 
in  the  advanced  technology  sector.  These  efforts  will  contribute  to  America's  ability 
to  remain  competitive  in  the  global  economy. 

The  Skirball  Institute  provides  an  unparalleled  opportunity  for  NYU  Medical  Cen- 
ter to  keep  in  pace  with  other  national  research  universities  and  leading  biomedical 
research  centers  in  the  United  States  and  abroad.  However,  the  Medical  Center  is 
facing  severe  pressure  to  secure  new  sources  of  research  support,  at  the  same  time 
as  the  biomedical  research  community  at  large  is  bracing  for  lean  years  in  anticipa- 
tion of  decreased  funding  from  the  Federal  Grovernment.  In  the  face  of  this  new 
building,  research  at  NYU  Medical  Center  is  threatened  by  serious  losses  in  re- 
search revenue  if  the  Administration's  plan  to  "pause"  indirect  cost  payments  is  ap- 
proved by  Congress.  We  urge  the  Subcommittee  to  reject  this  proposed  "pause"  that 
would  cost  $3  million  in  research  funding  to  NYU  Medical  Center  in  1995  and  $13 
million  per  year  by  1997  (when  the  Skirball  Institute  is  expected  to  be  fully  oper- 
ational). 
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Indeed,  this  is  a  difficult  environment  to  embark  on  our  new  initiative  in  re- 
search. Constructing  the  Skirball  Institute  in  the  middle  of  New  York  City  took  a 
tremendous  investment;  equipping  this  facility  with  proper  equipment  will  take 
even  more.  One  of  the  most  critical  priorities  of  the  Skirball  Institute  is  ensuring 
that  it  contains  state-of-the-art  equipment  to  support  the  paramount  research  being 
conducted. 

The  issue  of  increasing  instrumentation  costs  is  not  unique  to  NYU  Medical  Cen- 
ter. All  who  are  involved  in  the  fundamental  biomedical  research  arena  are  depend- 
ent on  the  tremendous  power  of  the  technologies  we  are  now  harnessing.  I  urge  the 
Subcommittee  to  recognize  the  opportunity  for  advances  in  understanding  the 
causes  of  many  diseases,  rests  in  our  ability  to  take  advantage  of  the  new  horizons 
opened  to  us  by  these  advanced  instruments.  In  fact,  medical  research  has  devel- 
oped clinical  applications  for  many  technologies  but  the  appUcation  of  these  new 
technologies  are  limited  by  government  concern  about  the  expense  of  the  devise. 
Many  of  these  devises,  may  in  the  long  run,  save  money  as  they  supersede  costly 
invasive  procedures.  More  importantly,  the  use  of  this  technology  can  and  does  save 
lives. 

NYU  Medical  Center  supports  a  fiscal  year  1995  National  Institutes  of  Health 
(NIH)  budget  of  $11.9  billion.  This  represents  a  nine  percent  increase  over  last 
year's  appropriation  and  provides  a  level  of  support  for  NIH  that  keeps  paca  with 
the  enormous  research  opportunities  before  us  today. 

NYU  Medical  Center  also  urges  the  Subcommittee  to  restore  funding  for  the  NIH 
National  Center  for  Research  Resources  (NCRR)  Biomedical  Research  Support 
Grant  (BRSG)  and  the  Shared  Instrumentation  Grant  (SIG)  Pro-ams.  For  more 
than  30  years,  the  BRSG  program  allowed  medical  schools  to  provide,  under  an  in- 
ternal competitive  process,  seed  support  for  young  investigators.  This  funding  was 
invaluable  in  terms  of  young  scientists  having  the  opportunity  to  gain  experience 
and  accumulate  data  for  submission  of  their  first  formal  (ROl)  proposal.  The  SIG 
Program  addresses  the  problem  of  cost  and  budget  constraints  by  encouraging 
groups  of  NIH  grantees  to  jointly  compete  for  a  specific  instrument  that  they  pledge 
to  share  among  themselves.  The  philosophy  of  snared  instrumentation  fits  in  per- 
fectly with  that  of  the  Skirball  Institute  where  scientists  from  many  disciplines  are 
working  together  to  attain  a  common  goal. 

The  necessity  of  sharing  research  resources  such  as  advanced  instrumentation  is 
recognized  and  embraced  by  NYU  Medical  Center.  Approximately  $50  million  in 
funmng  will  be  needed  by  NYU  alone  to  fund  the  instrumentation  needs  at  the 
Skirball  Institute.  Instruments  vital  to  the  success  of  the  Skirball  Institute  include 
crystallographv  and  nuclear  magnetic  resonance,  as  well  as  the  development  of 
confocal  and  electron  microscopy  and  biocomputing. 

The  Subcommittee  must  restore  adequate  funding  to  the  SIG  Program.  While 
funding  was  at  an  all  time  high  of  $32.5  million  in  fiscal  years  1990  and  1991,  the 
program  was  cut  dramatically  in  fiscal  year  1992  when  it  suffered  a  75  percent  cut 
to  $8.7  million.  Concurrently,  the  number  of  research  grants  awarded  in  fiscal  year 
1991  was  139,  compared  to  only  39  in  fiscal  year  1992.  Funding  has  remained  static 
since  that  time.  Consequently,  it  is  virtually  impossible  to  compete  and  receive  fund- 
ing under  this  program  at  the  present  time. 

Increasing  budget  constraints  and  increasingly  complex  technologies  are  providing 
us  with  a  unique  set  of  opportunities.  Together  we  can  continue  to  explore  and  ex- 
pand methods  for  sharing  scientific  research  instrumentation  for  the  betterment  of 
the  health  of  the  American  people.  We  need  the  Federal  Government  to  remain  a 
strong  and  leading  partner  in  these  efforts.  That  will  mean  restoring  critical  funding 
to  the  Biomedical  Research  Support  Grant  and  Shared  Instrumentation  Grant  Pro- 
grams of  the  NCRR  and  rejecting  the  Administration's  request  for  a  "pause"  in  fund- 
ing for  indirect  costs.  The  exciting  research  opportunities  before  us  provide  a  more 
pressing  need  now  more  than  ever  before  to  accomplish  our  biomedical  research 
agenda. 

Again,  thank  you  for  giving  NYU  Medical  Center  the  opportunity  to  present  this 
testimony.  The  NYU  Medical  Center  community  is  grateful  to  Senator  Harkin  and 
all  the  Senators  on  this  Subcommittee  for  their  interest  and  support  for  biomedical 
research. 

STATEMENT  OF  MARGARET  FOTI,  ON  BEHALF  OF  THE  NATIONAL  COA- 
LITION FOR  CANCER  RESEARCH 

Senator  Harkin.  Next,  the  American  Cancer  Society,  Margaret 
Foti. 

Ms.  FOTI.  Thank  you  very  much,  Mr.  Chairman,  for  the  oppor- 
tunity to  represent  the  National  CoaUtion  for  Cancer  Research. 
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I  am  the  president  of  the  coalition,  and  the  coalition  represents 
15  national  professional  and  lay  organizations  and  hundreds  of 
thousands  of  researchers,  survivors,  nurses,  and  other  health  care 
workers. 

May  I  begin  by  acknowledging  the  committee's  unstinting  sup- 
port for  vital  cancer  research  priorities,  even  in  the  face  of  budget- 
ing cutbacks. 

We  are  deeply  grateful.  In  addition,  I  have  the  honor  today  of 
voicing  the  strong  support  of  the  NCCR  for  the  Harkin-Hatfield 
medical  research  proposal  which  was  introduced  on  Monday. 

Congratulations,  Chairman.  This  legislation  is  fundamental  to 
our  national  efforts  in  biomedical  research,  and  we  applaud  your 
leadership  and  look  forward  to  working  with  you  toward  its  enact- 
ment. 

The  NCCR  wishes  to  emphasize  the  major  contributions  made  by 
the  National  Cancer  Program  to  progress  in  biomedical  research, 
biotechnology,  patient  care,  and  the  reduction  of  cancer  incidents, 
morbidity,  and  death. 

We  urge  the  Congress  and  the  administration  to  continue  to 
avoid  earmarks  for  special  interests.  Allocation  of  resources  must 
be  based  upon  scientific  opportunities. 

We  support  a  balanced  and  comprehensive  cancer  program  which 
includes  resources  for  cancer  prevention,  early  detection,  basic  re- 
search, clinical  trials,  training,  and  specialized  cancer  research  cen- 
ters, and  we  very  much  appreciate  this  committee's  past  support 
for  a  balanced  approach  to  funding  and  urge  continued  efforts  in 
this  regard. 

The  NCCR  is  in  favor  of  research  on  gender-specific  cancers,  but 
only  when  accompanied  by  new  funds.  Clearly,  we  believe  that  the 
health  of  women,  minorities,  medically  underserved  populations, 
and  older  Americans  is  of  great  importance  in  guiding  our  cancer 
research  efforts. 

Mr.  Chairman,  we  are  aware  that  the  President's  proposal  rec- 
ommends an  overall  increase  for  the  NIH  of  4.7  percent,  whereas 
his  investment  priorities  within  the  NIH  are  recommended  to  re- 
ceive increases  of  14  to  18  percent. 

Frankly,  we  are  dismayed  that  the  administration  apparently 
does  not  consider  the  National  Cancer  Program  to  be  an  invest- 
ment priority. 

Investment  in  biomedical  and  cancer  research  is  sound  fiscal  pol- 
icy. Progress  will  yield  major  savings  in  health  care  costs,  and  it 
will  dramatically  increase  the  productivity  of  Americans. 

PREPARED  STATEMENT 

We  strongly  recommend  that  the  NCI  and  the  NIH  as  a  whole 
receive  an  increase  in  funding  for  fiscal  year  1995  in  line  with  the 
investment  priorities  of  the  administration,  and  we  thank  you  very 
much  for  your  continued  support  for  cancer  research  and  for  the 
opportunity  to  present  this  statement  on  behalf  of  the  NCCR  today. 

Senator  Harkin.  Ms.  Foti,  thank  you  very  much.  I  appreciate 
that. 

Ms.  Foti.  Thank  you. 

[The  statement  follows:! 
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Statement  of  Margaret  Foti 

Mr.  Chairman,  Distinguished  Members  of  the  Committee,  thank  you  for  the  op- 
portunity to  make  a  statement  on  behalf  of  the  National  Coalition  for  Cancer  Re- 
search (NCCR).  I  am  Margaret  Foti,  President,  NCCR  and  Executive  Director  of  the 
American  Association  for  Cancer  Research.  Your  Committee's  past  support  for  our 
nation's  cancer  research  initiatives  is  greatly  appreciated.  In  spite  of  growing  budg- 
etary and  fiscal  constraints,  this  Committee  has  continued  to  support  vital  cancer 
research  priorities.  We  thank  you  for  this  strong  support  and  vote  of  confidence.  The 
NCCR  is  a  coalition  of  cancer  research,  cancer  care  and  lay  groups  representing  tens 
of  thousands  of  cancer  survivors  and  their  families;  40,000  children  with  cancer,  as 
well  as  their  parents,  brothers  and  sisters;  65,000  cancer  researchers,  nurses,  physi- 
cians and  health  care  workers;  and  82  cancer  hospitals  and  research  centers  across 
the  country. 

To  briefly  illimiinate  the  critical  nature  of  cancer,  1.2  million  Americans  will  be 
diagnosed  with  cancer  this  year  alone.  Over  five  hundred  thousand  will  die  from 
cancer — one  person  every  62  seconds.  To  address  the  scope  of  an  epidemic  of  this 
size,  the  NCCR  highlights  the  following  principles  to  effectively  address  the  Na- 
tional Cancer  Program.  The  NCCR: 

(1).  Urges  the  Administration  and  the  Congress  to  avoid  earmarks  for  special  in- 
terests. In  that  regard,  we  applaud  the  position  of  the  Committee  last  year  to  avoid 
specific  earmarks  for  diseases.  Your  strong  support  that  allocation  of  resources 
should  be  made  by  scientists  and  science  managers  at  the  NIH  based  upon  the  sci- 
entific opportunities  available  was  a  clear  and  strong  message  to  the  community 
that  science,  not  politics,  must  drive  our  federally-supported  research  efforts.  We 
urge  you  to  continue  this  precedent  in  fiscal  year  1995.  Why?  Because  if  the  sci- 
entific community  knew  where  the  answers  lay  to  the  fundamental  questions  about 
cancer  which  still  exist,  or  what  specific  area  of  cancer  research  would  provide  the 
next  research  advance,  the  scientific  community  would  be  pursuing  these  research 
avenues  vigorously  without  the  urging  of  Congress. 

(2).  Supports  a  balanced  cancer  research  program  which  includes  a  comprehensive 
program  providing  resources  for  prevention  and  early  detection,  basic  research,  clin- 
ical trials,  research  training  and  specialized  cancer  research  centers.  As  the  largest 
Institute,  the  NCI  has  traditionally  received  a  smaller  increase  in  funding  than  the 
other  component  parts  of  the  NIH.  However,  the  NCI's  programs  require  the  same 
level  of  ongoing  support  as  programs  throughout  the  NIH.  Therefore,  the  NCCR  was 
particularly  pleased  that  in  fiscal  year  1994  the  NCI  received  the  same  percentage 
increase  as  the  other  Institutes.  We  look  forward  to  the  Committee's  continued  sup- 
port of  a  balanced  approach  to  funding  increases  again  in  fiscal  year  1995. 

(3).  Supports  research  on  gender-specific  cancers,  such  as  breast,  prostate,  cervical 
and  ovarian  cancers,  when  accompanied  by  new  funds.  In  fiscal  year  1993,  the  NCI 
was  directed  to  increase  efforts  in  breast,  prostate  and  ovarian  cancers  by  approxi- 
mately $100  million.  The  total  dollar  increase  from  fiscal  year  1992  to  fiscal  year 
1993  was  $30  million.  As  a  result,  cuts  in  existing  cancer  research  programs  were 
necessary  to  accommodate  the  Congressional  mandates.  The  following  programs 
were  cut:  leukemia  research;  colon  cancer;  bladder  cancer;  lung  cancer;  preclinical 
drug  development  and  biologies  research;  brain  tumors;  basic  research  across  the 
board  in  untargeted  areas;  basic  research  in  epidemiology  and  treatment; 
chemoprevention;  and  education  and  communication. 

Further,  while  the  Committee  did  not  support  earmarks  for  specific  diseases,  we 
understand  that  the  entire  increase  provided  in  fiscal  year  1994  to  the  National 
Cancer  Institute  will  be  devoted  to  breast  cancer.  As  a  result,  increases  in  other  pro- 
grammatic areas,  such  as  prevention,  will  need  to  be  cut  from  existing  programs  in 
the  base.  This  is  a  difficult  situation  as  it  means  reducing  critical  research  programs 
in  one,  albeit  important,  area  of  cancer  to  address  priorities  in  another  cancer. 

(4).  Believes  that  the  health  of  women,  minorities,  medically  underserved  popu- 
lations and  older  Americans  is  of  great  importance  in  guiding  our  cancer  research 
priorities. 

Basic  Research. — A  disease  like  cancer  demands  research  and  action  on  many 
fronts,  from  basic  research  to  the  application  of  that  research  progress  in  developing 
new  therapies  or  effective  prevention  strategies,  to  improving  the  quality  of  life  of 
persons  diagnosed  with  cancer.  It  is  of  critical  importance  that  we  do  not  repeat  the 
mistakes  AIDS  research  efforts  have  taught  us.  After  a  decade  of  input  from  the 
public  in  defining  the  direction  of  HIV  research,  and  pressing  for  clinical  treatments 
and  prevention  options  such  as  vaccines,  we  now  have  public  advocates  coming  back 
to  researchers  asking  why  we  do  not  know  more  about  the  immunology  and  the  de- 
velopmental biology  of  HIV — questions  only  a  well-funded  basic  research  program 
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could  have  answered.  It  is  imperative  that  the  crux  of  our  cancer  research  initia- 
tives be  built  on  the  cornerstone  of  basic  research. 

As  an  example,  several  months  ago  NCI-funded  researchers  at  the  Johns  Hopkins 
University  announced  the  discovery  of  the  abnormal  gene  which  places  approxi- 
mately one  million  Americans  at  high  risk  for  cancers  of  the  colon  and  other  organs. 
This  discovery  was  built  on  a  foundation  of  over  two  decades  of  research  which  dis- 
covered the  techniques  for  gene  cloning  and  analysis  as  well  as  an  understanding 
of  the  ways  that  simple  organisms,  such  as  bacteria  and  yeast,  maintain  the  correct 
sequence  of  their  DNA.  In  making  this  discovery,  researchers  found  that  a  fidelity- 
maintaining  gene  from  yeast  could  actually  provide  the  basis  for  the  isolation  of  the 
human  colon  cancer  gene.  Now  because  of  this  basic  science  finding,  researchers  will 
be  able  to  identify,  evaluate  and  implement  appropriate  prevention  and  early  detec- 
tion measures,  including  a  new  blood  test,  to  effectively  prevent  and  manage  colon 
cancer  in  the  at-risk  population.  As  you  continue  to  foster  and  guide  our  cancer  re- 
search efforts,  we  urge  you  to  insure  that  we  all  strive  to  avoid  funding  strategies 
which  would  jeopardize  our  ability  to  pursue  the  many  promising  opportunities  to 
a  fundamental  understanding  of  cancer. 

Applied  Research. — ^As  a  second  priority,  we  need  to  exploit  in  a  clinical  setting 
what  we  have  learned  about  cancer  in  the  past  decade.  It  is  of  vital  importance  that 
we  strike  a  balance  between  basic  and  applied  research  and  that  we  strive  to  trans- 
late our  progress  in  the  laboratory  to  the  bedside,  as  we  develop  approaches  to  the 
management  and  prevention  of  cancer. 

State-of-the-art  cancer  treatment  is  discovered  and  made  available  to  persons 
with  cancer  across  the  country  through  cooperative  group  mechanisms  and  other 
cUnical  trials  programs  supported  by  the  National  Cancer  Institute.  Presently,  there 
are  many  new  clinical  trials  that  are  on  hold  because  of  lack  of  funding  and  our 
ability  to  expand  access  to  state-of-the-art  treatment  in  cooperative  groups  is  having 
a  detrimental  impact  on  minority  and  underserved  areas.  Further,  as  surgery,  radi- 
ation, chemotherapy  and  biomodulatory  interventions  continue  to  cure  or  provide 
long-term  survival,  physical  and  psychosocial  issues  concerning  quality  of  life,  reha- 
bilitation and  organ  preservation  during  treatment  need  to  be  addressed. 

Early  detection  and  treatment  of  cancer  save  bilUons  of  dollars  in  medical  costs 
and  lost  productivity.  Our  ability  to  achieve  progress  in  cancer  prevention  and  con- 
trol depends  on  translating  progress  in  basic  research  to  other  disciplines  including 
cancer  surveillance,  molecular  and  biochemical  investigations,  clinical  trials  and 
population-based  research,  and  research  on  the  role  of  diet  and  nutrition  in  the  de- 
velopment of  cancer. 

Our  nation's  cancer  centers  require  additional  funding  to  support  multidisci- 
pUnary  research  which  integrates  basic  and  clinical  research  with  prevention  and 
education.  More  than  half  of  the  cancer  research  supported  by  the  National  Cancer 
Institute  is  conducted  in  56  cancer  centers.  Further,  there  is  a  virtual  absence  of 
support  for  translational  research  initiatives  which  are  of  critical  importance  in 
bridging  the  laboratory  and  clinical  arena.  Indeed,  the  immediate  future  of  cancer 
research  is  to  bring  advances  in  basic  research  to  the  prevention,  diagnosis,  and 
treatment  of  cancer.  This  is  a  period  of  enormous  opportunity  in  cancer  research  to 
apply  laboratory  findings  for  the  benefit  of  the  cancer  patient. 

Research  Training. — The  third  priority  in  our  cancer  research  effort  is  to  attract 
bright  minds,  young  investigators  and  those  with  well  established  track  records, 
through  the  strong  support  and  expansion  of  graduate  and  postdoctoral  training  pro- 
grams. These  programs  are  necessary  to  ensure  excellence  among  the  next  genera- 
tion of  physicians  and  researchers  who  will  advance  the  frontiers  of  cancer  research. 
It  is  vitally  important  to  strengthen  the  education,  background  and  potential  of  our 
young  researchers  through  postdoctoral,  institutional  and  minority  training  pro- 
grams. 

BUDGET  RECOMMENDATIONS 

The  NCCR  is  well  aware  that  under  the  budget  agreement  enacted  last  year,  it 
is  estimated  that  domestic  spending  programs  will  undergo  reductions  of  10  percent 
over  the  next  four  years.  The  Presiaent's  Budget  proposal  recommends  an  overall 
increase  for  the  National  Institutes  of  Health  of  approximately  4.7  percent.  Since 
the  President's  "investment  priorities"  within  the  NIH  are  recommended  to  receive 
increases  of  up  to  18  percent,  we  are  dismayed  to  learn  that  the  Administration  does 
not  consider  the  NCI  to  be  an  investment  priority. 

Mr.  Chairman,  Members  of  the  Committee,  we  believe  that  investing  in  the  Na- 
tional Institutes  of  Health  and  the  National  Cancer  Institute  is  an  investment  in 
the  economy  and  health  of  this  nation.  The  investment  priorities  of  this  country 
should  produce  significant  benefit  by  improving  our  economic  base,  increasing  our 
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technological  capabilities  and  protecting  precious  resources.  There  is  no  better  ex- 
ample of  these  principles  than  the  Nllf  I  might  add  that  this  is  a  time  of  tremen- 
dous excitement  about  the  scientific  potential  of  molecular  biology  and  genetics  as 
well  as  the  translation  of  basic  science  to  the  clinic. 

NIH-supported  research  is  an  investment  in  innovation  and  our  international  eco- 
nomic competitiveness. — ^The  U.S.  is  recognized  the  world  over  as  the  leader  in  bio- 
medical and  life  science  research.  U.S.  health  care  technologies  are  the  international 
leader  in  innovation  and  health  industries,  as  indicated  by  Fortune  Magazine  in  a 
1993  article  which  compared  13  key  industries  with  regard  to  production  data,  com- 
pany performance  and  expert  opinion. 

NIH-supported  research  is  an  investment  in  our  economy. — NIH  extramural  re- 
search creates  jobs  throughout  the  country.  NIH  supports  84  percent  of  the  federal 
government's  investment  in  biotechnology  research.  The  Department  of  Commerce 
estimates  that  biotechnology  was  a  $6  billion  industry  in  1993  and  will  be  a  $50 
billion  industry  bv  the  year  2000.  The  link  of  the  NIH  to  our  biotechnology  enter- 
prise is  indisputable.  As  an  example,  the  Fred  Hutchinson  Cancer  Research  Center 
(FHCRC)  has  received  federal  funding  for  cancer-related  research  since  its  establish- 
ment in  the  mid-70's.  During  the  past  two  decades,  research  discoveries  in  its  lab- 
oratories has  supported  the  establishment  of  10  new  biotechnology  companies  in  the 
Pacific  Northwest. 

NIH-supported  research  is  an  investment  in  the  health  of  every  man,  woman  and 
child. — In  a  recent  report,  the  NIH  estimated  that  approximately  $800  million  in- 
vested in  NIH-supported  clinical  and  applied  research  had  potential  to  realize  a  one- 
year  savings  of  between  $5.2  billion  and  $6.7  billion — an  amazing  600  to  800  percent 
return  on  investment.  In  the  case  of  cancer,  the  return  on  the  investment,  both  in 
monetary  benefits  and  in  lives,  is  remarkable. 

As  a  result  of  this  track  record,  we  are  recommending  to  the  Committee  that  the 
National  Cancer  Institute,  and  the  NIH  as  a  whole,  receive  an  increase  in  line  with 
the  investment  priorities  of  this  Administration. 

I  am  happy  to  answer  any  questions  you  may  have.  Thank  you  again  for  your  con- 
tinued support  and  for  the  opportunity  to  present  this  statement  today  on  behalf 
oftheNCCR. 

STATEMENT  OF  IRVIN  FLEMING,  M.D.,  PRESIDENT,  AMERICAN  CAN- 
CER SOCIETY 

Senator  Harkin.  Next  is  Dr.  Irvin  Fleming,  president  of  the 
American  Cancer  Society  here  on  behalf  of  the  American  Cancer 
Society. 

Dr.  Fleming.  Thank  you,  Mr.  Chairman.  On  behalf  of  two  mil- 
lion volunteers  of  the  American  Cancer  Society  I  would  like  to  com- 
mend the  chairman.  Senator  Mack,  and  other  members  of  this  com- 
mittee who  have  been  strong  advocates  for  the  National  Cancer 
Program  and  have  provided  leadership  and  creative  methods  of  fi- 
nancing medical  research  and  cancer  screening  throughout  the 
country. 

Today  I  am  asking  you  for  your  support  of  cancer-related  pro- 
grams under  the  jurisdiction  of  this  subcommittee.  The  National 
Cancer  Institute  has  had  an  aggressive  and  steady  course  to  a  na- 
tional goal  of  eliminating  cancer,  as  described  in  their  bypass  budg- 
et proposal. 

In  order  to  pursue  some  of  these  immediate  opportunities,  we 
recommend  funding  of  the  National  Cancer  Institute  of  $3.6  billion 
with  a  minimum  increase  of  16  percent  commensurate  with  the  in- 
creases given  to  priority  research  areas  within  the  National  Insti- 
tutes of  Health. 

We  can  only  impact  cancer  incidence,  morbidity,  and  mortality  if 
we  apply  what  we  have  learned  through  our  research  efforts. 

The  American  Cancer  Society  is  proud  to  work  as  a  private  sector 
partner  with  the  Centers  for  Disease  Control  and  Prevention  in  the 
control  of  cancer  through  a  number  of  important  programs:  tobacco 
control,  breast  and  cervical  cancer  screening  and  outreach,  the  Na- 
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tional  Tumor  Registry  Program,  and  continued  support  for  the  de- 
velopment of  comprehensive  school  health  education  programs. 

We  are  deeply  concerned  about  the  administration's  budget  level 
request  for  these  important  programs.  The  administration  has 
made  an  initiative  investment  in  medical  research  and  is  providing 
leadership  in  performing  health  system  reform  to  assure  access  for 
all  Americans. 

The  budget  requests,  however,  for  CDC  are  not  in  sync  with 
these  administrative  goals.  As  the  primary  committee  responsible 
for  determining  spending  priorities,  we  urge  you  to  carefully  con- 
sider the  information  before  you  today  and  provide  the  highest 
funding  possible  for  these  critical  cancer  programs,  which  impact 
on  iy2  million  Americans  per  year  with  over  one-half  million  Amer- 
icans d3dng  of  cancer  per  year. 

This  includes  the  citizen's  budget  request  of  $3.6  billion  for  the 
National  Cancer  Institute,  $3  billion  for  the  Centers  for  Disease 
Control  and  Prevention,  including  $200  million  for  the  Breast  and 
Cervical  Cancer  programs,  $30  million  for  implementation  of  the 
Cancer  Registries  Amendment  Act,  and  $30  million  for  the  Office 
on  Smoking  and  Health  and  increased  support  for  comprehensive 
school  health  initiatives. 

Thank  you  very  much,  Mr.  Chairman.  I  also  would  like  to  con- 
gratulate you  on  the  bill  supporting  funding  for  cancer  research. 

PREPARED  STATEMENT 

We  have  been  very  concerned  with  the  new  initiatives  in  health 
care  reform  that  cancer  research  would  be  a  casualty,  and  this  is 
a  great  step  to  prevent  this.  We  thank  you  for  this. 

Senator  Harkin.  Thank  you.  Dr.  Fleming. 

[The  statement  follows:] 

Statement  of  Irvin  D.  Fleming,  MD 

I  am  Irvin  Fleming,  MD,  Clinical  Associate  Professor  of  Surgical  Oncology,  Uni- 
versity of  Tennessee  College  of  Medicine,  and  President  of  the  American  Cancer  So- 
ciety. The  American  Cancer  Society  (ACS)  is  the  nationwide  community-based  vol- 
untary health  organization  dedicated  to  eliminating  cancer  as  a  major  health  prob- 
lem by  preventing  cancer,  saving  lives  from  cancer,  and  diminishing  suffering  from 
cancer  through  research,  education  and  service.  We  commend  the  Chairman,  and 
Members  of  this  Committee  who  have  sought  creative  methods  of  funding  medical 
research,  and  who  have  provided  direct  leadership  in  building  a  strong  national  can- 
cer program  over  the  years,  despite  growing  budgetary  and  fiscal  constraints. 

The  American  Cancer  Society  is  the  community-based  representative  of  all  cancer 
patients  and  their  families.  With  more  than  2  million  volunteers  nationwide,  the 
American  Cancer  Society  provides  information  about  cancer  to  the  public  and  health 
professionals,  and  direct  services  to  millions  of  Americans  with  cancer.  In  addition, 
the  American  Cancer  Society  is  the  largest  single  source  of  private  funds  for  cancer 
research.  Last  year,  the  American  Cancer  Society  provided  $100  million  in  support 
of  investigator  initiated,  peer  reviewed  research — slightly  over  26  percent  of  its 
budget.  Of  importance  to  this  Committee,  all  American  Cancer  Society  programs,  in- 
cluding our  research  program,  are  supported  by  privately-raised  funds. 

Today,  we  are  asking  for  your  support  for  a  number  of  cancer-related  programs 
under  the  jurisdiction  of  this  Subcommittee.  The  American  Cancer  Society  estimates 
that  1,208,000  Americans  will  be  diagnosed  with  cancer  in  1994,  and  some  538,000 
will  die  of  cancer — over  1,400  people  a  day.  This  estimate  does  not  include  car- 
cinoma in  situ  and  over  700,000  cases  of  skin  cancer  which  could  be  prevented  by 
protection  from  the  sun's  rays.  All  cancers  caused  by  cigarette  smoking  and  heavy 
use  of  alcohol  could  be  prevented  completely.  The  American  Cancer  Society  esti- 
mates that  in  1994,  about  165,000  lives  will  be  lost  to  cancer  because  of  tobacco  use. 
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Many  other  cancers  can  be  cured  if  detected  early  and  treated  promptly.  Routine 
screening  and  self-examinations  can  detect  cancers  of  the  breast,  tongue,  mouth, 
colon,  rectum,  cervix,  prostate,  testis,  and  melanoma  at  an  early  stage  when  appro- 
priate treatment  is  more  likely  to  be  successful.  These  sites  include  nearly  half  of 
all  new  cases.  Nearly  two-thirds  of  all  patients  currently  survive  five  years.  With 
early  detection,  the  American  Cancer  Society  estimates  about  90  percent  would  sur- 
vive. This  means  that  of  those  persons  diagnosed  with  these  cancers  in  1994,  about 
100,000  more  would  survive  if  their  cancers  had  been  detected  in  a  localized  stage 
and  treated  promptly. 

Significant  progress  has  been  made  in  cancer  etiology,  prevention  and  control  over 
the  years — much  of  it  in  the  two  decades  since  the  U.S.  Congress  rejuvenated  the 
National  Cancer  Institute  through  passage  of  the  National  Cancer  Act.  Despite  the 
exciting  laboratory  breakthroughs  and  improved  cancer  diagnostic  and  treatment 
therapies,  however,  there  remain  significant  gaps  in  our  knowledge  about  the  cause 
of  and  cure  for  many  types  of  cancer. 

The  National  Institutes  of  Health  and  the  National  Cancer  Institute  have  set  an 
aggressive,  yet  realistic  and  steady  course  towards  our  national  goal  of  eliminating 
cancer  as  described  in  the  "bypass  budget"  the  NCI  Director  submits  directly  to  the 
President  each  year.  However,  funding  has  not  been  provided  at  a  level  to  imple- 
ment this  program.  To  maximize  the  scientific  potential  in  cancer  research,  it  is  im- 
perative that  the  National  Cancer  Institute  receive  priority  funding  commensurate 
with  the  impact  that  cancer  has  on  society. 

To  restore  the  momentum  begun  with  Congress'  renewed  commitment  to  the  Na- 
tional Cancer  Program,  the  NCI  has  developed,  and  the  American  Cancer  Society 
supports,  a  $3.6  bUlion  budget  for  fiscal  year  1995.  Budget  constraints  and  special 
earmarks  led  to  cuts  in  several  important  programs  at  NCI  in  1992.  In  that  regard, 
we  applaud  the  position  of  Congress  last  year  to  avoid  specific  earmarks  for  diseases 
such  as  breast  or  prostate  cancer,  to  the  exclusion  of  other  important  cancer  re- 
search priorities.  The  American  Cancer  Society  believes  allocation  of  resources 
should  be  made  by  scientists  based  on  available  scientific  opportunities.  The  Amer- 
ican Cancer  Society  has  supported  increased  funding  for  breast,  prostate  and  other 
reproductive  system  cancers  as  a  high  priority  over  the  years.  However,  we  have 
long  held  the  belief  that  any  new  or  targeted  effort  in  site-specific  research  should 
be  supported  by  new  funds,  not  at  the  expense  of  existing  programs.  We  support 
a  balanced  research  program  which  includes  research  in  prevention,  early  detection, 
diagnosis,  basic  research,  clinical  trials,  research  training  and  specialized  cancer  re- 
search centers. 

We  can  only  impact  cancer  incidence,  morbidity  and  mortality  if  we  apply  what 
we  have  learned  tnrough  our  research  efforts.  The  Centers  for  Disease  Control  and 
Prevention  (CDC)  has  developed  programs  focused  on  breast,  cervical  and  prostate 
cancer  and  tobacco  control.  The  American  Cancer  Society  works  closely  with  CDC 
in  the  delivery  of  community-based  cancer  programs.  One  of  these  programs,  tar- 
geted towards  poor  and  underserved  women  was  established  under  the  "Breast  and 
Cervical  Cancer  Mortality  Prevention  Act"  of  1990.  This  law  established  a  program 
of  grants  to  states  for  breast  and  cervical  cancer  screening,  referral  and  education 
programs  to  serve  primarily  socioeconomically  disadvantaged  women.  In  passing 
this  law.  Congress  recognized  the  value  of  early  detection  and  prompt  treatment  for 
breast  and  cervical  cancers,  and  provided  the  mechanism  to  focus  community  efforts 
on  targeting  high-risk  women.  Through  partnerships  with  hospitals,  health  profes- 
sionals, and  voluntary  health  organizations  like  the  American  Cancer  Society,  the 
program  is  contracting  to  provide  necessary  treatment  for  patients  who  do  not  have 
private  or  public  health  insurance  coverage. 

Last  year  Congress  appropriated  $78  million  for  this  program,  which  will  provide 
funding  in  45  states  for  comprehensive  programs  or  core-capacity  grants  for  start- 
up states.  The  American  Cancer  Society  is  supporting  funding  of  $200  million  for 
this  program  in  fiscal  year  1995.  CDC  has  estimated  that  this  would  be  enough  to 
fund  all  50  states  so  that  additional  women  can  be  reached  with  these  life-saving 
practices. 

Smoking  is  the  number  one  preventable  cause  of  death  and  disease  in  this  coun- 
try, and  lung  cancer  is  the  leading  cancer  killer.  The  Office  on  Smoking  and  Health 
(OSH)  is  the  federal  government's  central  office  for  coordination  of  tobacco  and 
health-related  research  and  education.  OSH  publishes  the  Surgeon  General's  to- 
bacco reports,  prepares  and  disseminates  a  variety  of  tobacco-related  materials  and 
information,  and  is  required  to  report  regularly  to  Congress  on  a  number  of  tobacco 
and  health-related  issues.  The  American  Cancer  Society  supports  a  minimum  fund- 
ing level  of  $30  million.  We  urge  you  to  provide  the  highest  funding  level  possible 
to  protect  Americans,  especially  children,  from  the  devastating  effects  of  tobacco  use. 
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The  American  Cancer  Society  was  a  strong  supporter  of  legislation,  signed  into 
law  in  1992,  which  authorized  a  nationwide  tumor  registry  program.  The  data  from 
this  program  is  critically  important  to  our  cancer  research  and  control  efforts.  We 
urge  you  to  fund  this  program  at  the  authorized  level  of  $30  million. 

Issues  of  access,  cost,  and  quality  of  care  are  under  discussion  as  the  debate  over 
reshaping  America's  health  care  system  is  in  full  swing.  The  American  Cancer  Soci- 
ety believes  that  a  solution  must  address  the  continuum  of  care — beginning  with  a 
vital  and  productive  medical  research  program  which  lies  at  the  foundation  of  our 
health  care  system.  In  the  face  of  skyrocketing  health  care  costs,  strong  support  of 
ongoing  research  leading  to  the  prevention,  treatment  and  cure  of  cancer  must  be 
included  in  any  strategy  for  reducing  medical  costs  while  maintaining  availability 
of  high-quality  cancer  care. 

As  the  primary  Committee  responsible  for  determining  spending  priorities,  we 
urge  you  to  carefully  consider  the  information  before  you  today,  ana  provide  the 
highest  funding  possible  for  these  critical  cancer  programs.  This  includes  our  Citi- 
zen's Budget  request  of  $3.6  billion  for  the  National  Cancer  Institute,  $3  billion  for 
the  Centers  for  Disease  Control  and  Prevention,  including  $200  million  for  the 
Breast  and  Cervical  Cancer  grants  program,  $30  million  for  implementation  of  the 
Cancer  Registries  Amendment  Act,  $30  million  for  the  Office  on  Snioking  and 
Health  ana  increased  support  for  comprehensive  school  health  initiatives  at  the 
CDC  and  the  Department  of  Education.  Thank  you,  Mr.  Chairman. 

STATEMENT  OF  ANNA  BARKER,  THE  AMERICAN  ASSOCIATION  FOR 
CANCER  RESEARCH 

Senator  Harkin.  Next  would  be  Dr.  Anna  Barker  representing 
the  American  Association  for  Cancer  Research. 

Dr.  Barker.  Mr.  Chairman,  thank  you  for  the  opportunity  this 
morning  to  present  on  behalf  of  the  9,500  members  of  the  American 
Association  for  Cancer  Research. 

I  am  the  chairperson  of  AACR's  public  education  committee.  I  am 
also  the  sister  of  a  cancer  patient. 

I  am  happy  to  report,  unlike  one  of  my  colleagues  here  today, 
that  we  were  educable  and  we  were  one  of  the  first  cancer  organi- 
zations to  endorse  the  Harkin-Hatfield  amendment. 

You  can  rest  assured  that  we  are  going  to  continue  that  support. 
You  have  100  percent  of  our  support  and  at  least  1  percent  of  our 
insurance  funds,  if  that  is  what  is  required.  We  are  there. 

I  would  also  like  to  say  today  that  I  want  to  personally  thank 
you  for  the  Harkin  amendment  that  transferred  funds  for  breast 
cancer  to  the  Army  last  year. 

I  sit  on  the  integration  panel  to  give  away  that  money,  and  I  can 
tell  you  that  we  have  thousands  of  good  ideas  and  will  be  working 
on  that  in  the  next  few  months.  Thank  you  very  much  for  that. 

Senator  Harkin.  So  it  is  moving  along  well,  then. 

Dr.  Barker.  Very  well.  Thank  you. 

Senator  Harkin.  You  are  the  first  person  I  have  talked  to  this 
year,  this  calendar  year,  that  is  on  that. 

Dr.  Barker.  It  is  going  very,  very  well,  and  I  think  we  are  going 
to  have  some  very  good  things  to  fund  out  of  that. 

Senator  Harkin.  That's  great. 

Dr.  Barker.  My  message  today  is  a  simple  one.  It  is  in  the  spirit 
of  the  Harkin-Hatfield  amendment  that  we  must  look  to  America's 
greatest  asset,  in  my  opinion,  our  preeminence  in  biomedical  re- 
search, if  we  are  to  effectively  treat  and  ultimately  prevent  cancer. 

There  are  three  specific  actions  that  I  think  are  very  important 
that  we  bear  in  mind  in  the  following  years  to  reach  this  goal. 

No.  1,  we  must  continue  and  we  must  increase  our  support  for 
untargeted  fundamental  basic  research.  As  you  all  know,  progress 
in  these  areas  of  research  depends  on  us  understanding  a  neo- 
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plastic  process,  and  although  we  have  made  a  lot  of  progress  in  the 
last  few  years  in  molecular  biology,  we  really  still  have  some  things 
to  learn. 

I  really  applaud  the  subcommittee  for  declining  last  year  to  ear- 
mark moneys  because  when  we  earmark,  we  undermine  the  power 
of  basic  research,  and  we  really  cannot  do  that.  When  we  do  ear- 
mark, we  do  have  to  provide  new  funds,  much  as  we  did  last  year 
for  breast  cancer. 

Second,  we  must  provide  adequate  funds  for  translational  re- 
search. Never  in  the  history,  I  believe,  of  biomedical  research  have 
there  been  more  exciting  opportunities  to  translate  research  from 
the  bench  and  the  bedside. 

We  don't  have  enough  money  to  do  that;  4.7  percent  for  the  NCI 
is  insufficient  to  actually  take  advantage  of  the  opportunities  we 
have,  and  the  people  who  are  suffering  are  patients. 

We  have  to  change  that,  and  we  have  to  change  that  very,  very 
soon.  I  am  hoping  that  the  Harkin  amendment,  the  Harkin-Hat- 
field  amendment,  will  actually  address  that  issue. 

Third,  biomedical  research  is  a  cost-effective  health  care  strategy, 
and  it  must  be  a  very,  very  high  priority  in  any  health  care  reform. 

I  can  tell  you  that  as  the  president  and  CEO  of  a  biotechnology 
company,  that  biomedical  research  saves  lives,  saves  money,  and 
creates  jobs,  and  that  is  very,  very  important. 

Last  but  not  least,  I  think  that  we  have  to  bear  in  mind  that  the 
National  Cancer  Institute  must  become  a  priority  for  the  adminis- 
tration. 

It  must  become  a  priority  for  all  of  us.  In  that  regard,  I  want  to 
fully  support  the  position  that  Marge  Foti  just  addressed  for  the 
National  Coalition  for  Cancer  Research. 

Let's  make  the  NCI  a  very  high  priority  for  all  of  us,  in  line  with 
the  administration's  investment  priorities  in  the  14-  to  18-percent 
range,  hopefully  erring  on  the  high  side. 

Last,  as  I  speak  to  you  today,  my  heart  is  very,  very  heavy.  I 
said  when  I  started  that  my  sister  was  a  cancer  patient. 

PREPARED  STATEMENT 

I  am  sad  to  report  that  my  sister,  Susie  Hall,  died  February  of 
this  year,  February  8.  I  dedicate  my  comments  to  her  today  and 
the  other  560-plus  people  who  will  die  from  this  disease  this  year. 
Thank  you  very  much. 

Senator  Harkin.  Dr.  Barker,  thank  you  very  much  for  that  testi- 
mony. And  again,  thank  you  and  your  organization  for  your  early 
support.  You  are  right.  Last  year,  you  were  on  board  very,  very 
early.  I  appreciate  it. 

[The  statement  follows:] 

Statement  of  Anna  D.  Barker 

Mr.  Chairman,  distinguished  Members  of  the  Subcommittee,  thank  you  for  this 
opportunity  to  present  testimony  on  behalf  of  over  9,400  members  of  the  American 
Association  for  Cancer  Research  (AACR).  I  am  Anna  Barker,  President  of  Inter- 
national BioClinical,  a  biotechnology  company  based  in  Portland,  Oregon.  I  am  also 
Chairperson  of  the  AACR's  Public  Education  Committee,  and  the  sister  of  a  cancer 
patient.  I  am  therefore  keenly  aware  of  the  importance  of  bringing  together  cancer 
researchers.  Members  of  Congress,  and  cancer  advocates  to  support  continued 
progress  against  this  horrible  disease. 
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The  American  Association  for  Cancer  Research  (AACR)  was  founded  in  1907.  Its 
9,400  members  conduct  basic  and  applied  research  in  the  following  areas:  molecular 
and  cellular  biology,  immunology,  biochemistry,  endocrinology,  clinical  investiga- 
tions, experimental  therapies,  epidemiology,  carcinogenesis  and  prevention.  AACR 
members  are  scientists  who  advance  out  knowledge  about  cancer  through  laboratory 
studies  and  clinical  trials  and  prevention  in  research  facilities  and  universities 
across  the  country. 

I  am  here  today  to  express  strong  support  for  one  of  America's  major  assets,  our 
preeminence  in  biomedical  research.  I  would  like  to  make  three  points  in  my  state- 
ment: (1)  The  AACR  appreciates  and  strongly  supports  the  precedent  set  by  Con- 
gress last  year  to  avoid  targeting  appropriated  funds  for  specific  research  programs 
within  the  National  Cancer  Institute.  (2)  At  the  present  time  there  is  tremendous 
opportunity  and  excitement  in  the  field  of  translational  research  which  that  must 
be  exploited  if  we  are  to  continue  to  make  aggressive  progress  against  cancer.  (3) 
Biomedical  research  is  a  winning  health  care  strategy,  and  continued  progress  must 
not  be  sacrificed  as  a  result  of  health  care  reform. 

Importance  of  Untargeted  Research. — The  AACR  supports  a  balanced  National 
Cancer  Program  that  encompasses  all  aspects  of  cancer  research,  from  basic,  applied 
and  translational  research  to  prevention  and  control.  We  support  high-priority,  site- 
specific  research  in  areas  such  as  breast,  ovary,  and  prostate  cancer.  We,  however, 
strongly  emphasize  that  any  directive  to  increase  funding  for  research  on  specific 
initiatives  must  be  accompanied  by  new  funds. 

Last  year  the  House  and  Senate  Appropriations  Committees  stated  that  the  re- 
search community  and  science  managers  oi  the  National  Institutes  of  Health  should 
make  funding  decisions  based  upon  scientific  opportunities.  We  applaud  this  ap- 
proach and  urge  the  support  of  this  prudent  approach  again  in  fiscal  year  1995. 
Cancer  prevention  is  our  goal,  and  real  progress  in  this  area  will  be  derived  from 
a  fiill  understanding  of  ceUular  mechanisms  and  how  normal  cells  are  transformed 
to  malignant  cells.  This  type  of  research  is  not  specific  to  targeted  initiatives;  it  is 
fundamental,  basic  research.  The  past  decade  of  AIDS  research  has  been  a  powerful 
lesson  to  researchers  and  advocates.  Although  significant  resources  have  oeen  di- 
rected toward  targeted  initiatives  in  AIDS  drug  and  vaccine  development,  we  do  not 
yet  have  a  clear  understanding  of  key  problems  in  HIV  disease,  that  can  only  be 
acquired  through  basic  research,  including  developmental  biology  and  immunology. 
We  are,  therefore,  unable  to  develop  effective  therapeutic  options.  We  all  share  the 
desire  to  develop  cures  and  preventive  agents  for  both  AIDS  and  cancer.  However, 
our  experience  with  AIDS  has  reminded  us  that  basic,  untargeted  research  is  a  pre- 
requisite to  developing  effective  strategies  to  fight  cancer. 

Translational  Research. — We  have  developed  the  research  capability,  strategies, 
and  tools  to  examine  and  eventually  to  understand  the  molecular  events  that  lead 
to  cancer,  and  we  know  that  more  effective  therapies  and  novel  prevention  strate- 
gies will  be  possible  in  the  future.  This  is  a  tremendously  exciting  time  in  science. 
The  potential  to  move  research  progress  from  the  bench  to  the  bedside  has  never 
been  greater,  and  in  the  years  to  come  a  greater  emphasis  will  be  placed  on 
"translational  research."  Unfortunately,  the  current  funding  levels  and  infrastruc- 
ture at  the  National  Cancer  Institute  and  the  National  Institutes  of  Health  are  in- 
adequate to  deal  with  the  breadth  and  scope  of  translational  research  opportunities 
that  exist.  Additional  resources  must  be  committed  if  substantial  progress  is  going 
to  be  made  against  this  formidable  opponent. 

Cancer  Research  and  Health  Care  Reform. — Basic  and  applied  research  programs 
supported  by  the  National  Institutes  of  Health  have  had  a  tremendous  impact  on 
improving  the  health  and  welfare  of  our  citizens  as  well  as  our  economic  competi- 
tiveness in  the  international  arena.  Yet,  U.S.  citizens  spend  as  much  in  10  days  pay- 
ing medical  bills  as  we  do  in  365  days  funding  the  research  to  find  the  cures  for 
chronic,  catastrophic  and  costly  diseases,  such  as  cancer. 

Numerous  studies  have  documented  that  an  investment  in  biomedical  research  re- 
sults in  cost  savings.  In  debates  on  recent  health  care  reform  proposals,  innovative 
technologies  enabled  through  medical  research  have  been  linked  to  the  increased 
health  care  costs.  Yet,  a  recent  NIH  report  estimated  that  approximately  $800  mil- 
lion invested  in  NIH-supported  clinical  and  applied  research  nad  the  potential  to  re- 
alize a  one-year  savings  of  between  $5.2  billion  and  $6.7  billion  (based  upon  1989 
prices).  By  this  estimate  for  each  dollar  invested  in  biomedical  research  there  was 
a  $6.50  to  $8.40  annual  return — a  remarkable  600  to  800  percent  return  on  invest- 
ment. 

Further,  in  a  study  recently  released  in  the  New  England  Journal  of  Medicine 
documented  that  NCI-supported  research  has  led  to  the  development  of  new  tech- 
nologies that  make  bone  marrow  transplantation  an  affordable  and  effective  treat- 
ment option  for  breast  cancer.  For  example,  in  a  patient  sample  of  over  800  patients 
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at  Duke  University  Bone  Marrow  Transplant  Program  research  progress  has:  im- 
proved health  for  women  with  breast  cancer,  increasing  five-year,  disease-free  sur- 
vival rates  from  30  percent  to  72  percent  in  women  with  breast  cancer  in  10  or  more 
lymph  nodes,  and  from  2  percent  to  15—20  percent  in  women  with  advanced  breast 
cancer;  improved  outcomes  for  bone  marrow  transplantation  by  decreasing  mortality 
associated  with  the  procedure — from  21-25  percent  to  2-3  percent;  and  decreased 
health  care  costs  for  bone  marrow  transplantation,  from  $140,000  to  $65,000. 

As  health  care  reform  is  deliberated,  the  AACR  urges  Congress  to  include  among 
its  higher  priorities,  funding  for  biomedical  research  and  support  for  patient  care 
costs  associated  with  clinical  trials  and  translational  research. 

The  AACR  is  honored  to  have  been  one  of  the  first  cancer  groups  to  endorse  the 
Harkin-Hatfield  Health  Research  Fund  last  Spring.  This  is  the  first  proposal  to  take 
the  long-term  view  that  the  best  way  to  pay  our  health  care  bill  is  to  develop  effec- 
tive approaches  to  prevention  and  curative  treatments  through  biomedical  research. 

We  support  the  Harkin-Hatfield  amendment  and  will  be  working  with  our  State 
legislative  grassroots  network  over  the  next  several  months  to  engage  in  a  variety 
of  public  education  initiatives  to  direct  the  attention  and  support  of  other  Members 
of  Congress  to  this  important  initiative. 

In  addition,  we  strongly  urge  the  support  of  the  Members  of  the  Committee  to  en- 
sure that  the  final  health  care  reform  legislation  includes  reimbursement  of  patient 
care  costs  associated  with  clinical  research  protocols  approved  or  supported  by  the 
National  Cancer  Institute.  The  only  way  that  we  will  be  able  to  translate  research 
progress  from  the  laboratory  to  persons  with  cancer  will  be  through  clinical  and 
translational  research.  Unless  this  initiative  is  covered  as  a  mandatory  benefit  in 
health  care  reform,  the  NCI  and  the  cancer  research  community  will  be  unable  to 
develop  effective  chemoprevention,  cancer  vaccines,  and  other  therapeutic  options  to 
treat  and  cure  the  more  than  100  cancers  which  plague  Americans. 

1995  FUNDING  REQUEST 

The  AACR  fully  supports  considered  view  of  the  National  Coalition  for  Cancer  Re- 
search (NCCR)  in  its  request  that  the  programs  and  priorities  of  the  National  Can- 
cer Institute  and  the  National  Institutes  of  Health  be  considered  by  the  Administra- 
tion and  the  Congress  as  "investment  priorities." 

The  AACR  is  very  disappointed  with  the  Administration's  Budget  Request  for  the 
National  Institutes  of  Health  (NIH)  and  the  National  Cancer  Institute  (NCI),  which 
failed  to  consider  these  important  programs  as  investments  in  the  health  and  eco- 
nomic future  of  this  Nation. 

Our  research  progress  over  the  past  two  decades  has  brought  us  to  the  brink  of 
discovery  in  many  key  areas.  As  we  have  made  this  progress  we  have  developed 
"half-way"  technologies  in  the  management  of  chronic  diseases,  such  as  cancer. 
These  treatments  frequently  are  used  to  place  individuals  in  a  holding  pattern  until 
further  progress,  such  as  gene  therapy,  is  developed  as  a  result  of  continued  re- 
search and  integration  into  medical  practice. 

The  strong  support  of  this  Committee  over  the  past  several  years  for  the  programs 
and  priorities  supported  by  the  National  Cancer  Institutes  has  created  a  renewed 
excitement  among  cancer  researchers.  Daily,  cancer  patients  are  realizing  the  bene- 
fits of  our  outstanding  research  progress,  but  we  remain  in  a  race  against  the  clock 
for  hundreds  of  thousands  of  Americans  afflicted  with  cancer. 

Thank  you  for  the  opportunity  to  present  a  statement  to  this  Committee  on  behalf 
of  the  AACR.  This  concludes  my  formal  statement.  I  would  be  pleased  to  answer 
any  questions. 

We  reiterate  oiu-  support  of  the  considered  view  of  the  National  Coalition  for  Can- 
cer Research  (NCCR)  in  its  request  that  the  programs  and  priorities  of  the  National 
Cancer  Institute  and  the  National  Institutes  of  Health  be  considered  by  the  Admin- 
istration and  the  Congress  as  "investment  priorities." 

STATEMENT  OF  JOHN  KOVACH,  M.D.,  VICE  PRESIDENT,  ASSOCIATION 
OF  AMERICAN  CANCER  INSTITUTES 

Senator  Harkin.  Next  is  Dr.  John  Kovach  on  behalf  of  the  Asso- 
ciation of  American  Cancer  Institutes. 

Dr.  KovACH.  Thank  you,  Mr.  Chairman.  Mr.  Chairman  and 
members  of  the  subcommittee,  ladies  and  gentlemen,  I  want  to 
thank  you  for  the  opportunity  to  appear  today  on  behalf  of  the  As- 
sociation of  American  Cancer  Institutes. 
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I  am  vice  president  of  that  association  and  director  of  the  Mayo 
Comprehensive  Cancer  Center  in  Rochester,  MN.  The  association 
represents  over  70  cancer  centers  nationwide,  including  all  56  of 
the  National  Cancer  Institute  designated  comprehensive,  clinical, 
basic  research,  and  consortium  cancer  centers. 

Senator  Harkin,  last  year  you  wrote  in  a  New  York  Times  edi- 
torial, "Medical  research  is  the  key  to  eliminating  diseases  and 
making  a  health  care  system  less  costly  and  more  effective." 

We  agree  with  your  perspective  on  the  matter  of  medical  re- 
search. More  than  50  percent  of  the  research  supported  by  the  Na- 
tional Cancer  Institute  is  conducted  at  the  centers  represented  by 
this  association. 

Because  of  the  foresight  of  Congress,  cancer  centers  are  geo- 
graphically dispersed  throughout  the  country.  They  do  provide  a 
national  infrastructure  for  state-of-the-art  cancer  care. 

Centers  are  an  integral  part  of  the  local  health  delivery  network, 
yet  they  are  able  to  draw  upon  national  resources  through  their 
contacts  with  organizations  such  as  the  AACI  and  the  National 
Cancer  Institute. 

It  has  been  a  quarter  of  a  century  to  develop  this  network  and 
to  build  it  to  its  present  level  of  excellence.  It  is  in  the  national  in- 
terest to  maintain  and  strengthen  this  infrastructure  that  you  and 
predecessors  have  helped  put  in  place  and  have  continued  to  nur- 
ture. 

Billions  of  cancer  patients  are  indebted  to  this  subcommittee  for 
your  strong  support  in  the  past  and  the  present. 

Our  organization  is  seeking  your  help  regarding  several  current 
issues  which  will  ultimately  affect  the  manner  and  speed  in  which 
advances  in  cancer  treatment  occur. 

There  are  three  categories  of  concerns  we  would  like  you  to  con- 
sider. First  is  the  implications  of  health  care  reform  on  cancer  cen- 
ters; second,  the  level  of  funding  committed  to  the  National  Cancer 
Program;  and  third,  the  potential  negative  impact  of  earmarking 
research  dollars. 

We  support  the  theme  drive  and  the  reform  movement,  access  to 
medical  care  for  all  Americans  at  lower  cost.  However,  the  health 
care  delivery  role  played  by  the  Nation's  network  of  cancer  centers 
needs  consideration. 

If  cancer  patients  are  not  allowed  the  choice  to  seek  state-of-the- 
art  treatments  through  a  center,  such  treatment  will  be  available 
only  to  the  affluent. 

A  second  point  regarding  health  care  reform  is  that  there  are 
costs  special  to  the  conduct  of  research.  In  many  instances  where 
curative  treatment  is  lacking,  the  most  appropriate  care  is  in  the 
context  of  a  study  which  addresses  an  important  therapeutic  ques- 
tion in  a  definitive  manner. 

AACI  members  have  also  asked  me  to  comment  on  the  level  of 
funding  provided  to  NIH  and  NCI.  We  believe  that  the  Nation's 
cancer  centers  are  the  most  effective  weapon  we  have  on  the  war 
on  cancer. 

The  NCI  budget  is  slated  to  receive  roughly  a  5-percent  increase 
over  last  year.  Center  support  has  remained  essentially  flat  for  the 
last  several  years. 
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We  urge  that  this  be  rectified.  Specifically,  we  endorse  the  Ad 
Hoc  Group  for  Medical  Research  request  for  at  least  a  9-percent  in- 
crease for  NIH. 

In  the  early  days  of  the  National  Cancer  Program,  basic  and  clin- 
ical research  were  the  predominant  avenues  being  pursued  and 
funded. 

Within  the  past  decade,  prompted,  I  think,  by  Congress  and  NCI, 
however,  education  and  outreach  efforts  have  become  a  major  focus 
on  the  members  of  our  organization. 

This  has  resulted  in  a  balanced  research  agenda  encompassing  a 
continuum  of  cancer  activities  from  prevention  and  early  detection 
to  treatment  and  after  care. 

Harmful  to  the  maintenance  of  such  a  balanced  program  is  iden- 
tification of  special  emphasis  areas  which  are  implemented  without 
the  allocation  of  new  funds. 

PREPARED  STATEMENT 

New  funds  must  be  identified  to  meet  new  needs  so  that  exibcing, 
equally  significant  efforts  are  not  compromised. 

Senator,  we  want  to  thank  you  for  your  leadership  in  health  care 
reform  and  want  to  point  out  our  strong  support  for  the  effort  that 
you  and  Senator  Hatfield  are  making  to  vastly  increase  NIH  fund- 
ing. Thank  you  very  much. 

Senator  Harkin.  Thank  you  very  much,  Dr.  Kovach. 

[The  statement  follows:] 

Statement  of  John  S.  Kovach,  M.D. 

I.  introduction 

Mr.  Chairman,  Members  of  the  Subcommittee,  ladies  and  gentlemen,  I  want  to 
thank  you  for  the  opportunity  to  appear  before  you  once  again  on  behalf  of  the  Asso- 
ciation of  American  Cancer  Institutes.  My  name  is  Dr.  John  Kovach,  vice  president 
of  the  Association  of  American  Cancer  Institutes,  Director  of  the  Mayo  Comprehen- 
sive Cancer  Center  in  Rochester,  Minnesota. 

The  Association  of  American  Cancer  Institutes  represents  all  of  the  National  Can- 
cer Institute-designated  comprehensive,  clinical,  basic  science  research  and  consor- 
tium cancer  centers  throughout  the  nation — some  56  in  all. 

n.  CANCER  CENTERS'  ROLE  IN  THE  NATIONAL  CANCER  PROGRAM 

Senator  Harkin,  last  year  you  wrote  in  a  New  York  Times  editorial,  "Medical  re- 
search is  the  key  to  eliminating  diseases  and  making  a  health  care  system  less  cost- 
ly and  more  effective."  The  members  of  the  AACI  applaude  your  insight  into  this 
often  deceptive  issue.  Certainly,  we  agree  with  your  perspective  on  the  matter  of 
medical  research.  More  than  50  percent  of  the  research  supported  by  the  National 
Cancer  Institute  is  conducted  at  the  56  centers  represented  by  the  Association  of 
American  Cancer  Institutes.  And  this  research  has  paid  big  dividends.  Discoveries 
at  these  centers  have  dramatically  improved  survival  rates  for  childhood  leukemias, 
Hodgkin's  disease,  and  testicular  cancer,  among  others.  Today,  patients  with 
colorectal,  cervical,  and  bladder  cancer  are  more  effectively  managed  with  new 
treatments  developed  and  refined  at  our  cancer  centers. 

Because  of  the  foresight  of  Congress,  these  centers  are  geographically  dispersed 
throughout  the  country,  and,  in  essence,  provide  the  national  infrastructure  for 
state-of-the-art  cancer  care.  Cancer  centers  are  an  integral  part  of  the  local  health 
delivery  network,  yet  are  able  to  draw  upon  national  resources  through  their  con- 
tacts with  organizations  such  as  the  AACI  and  the  NCI.  It  has  taken  a  quarter  of 
a  century  to  develop  this  infrastructure  (or  network)  and  to  build  it  to  its  present 
level  of  excellence  and  reach.  I  am  certain  you  will  agree,  it  is  in  the  national  inter- 
est to  maintain  and  strengthen  this  infrastructure  uiat  you  and  your  predecessors 
helped  put  in  place  and  nurture. 
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III.  CANCER  CENTERS'  CONCERNS  REGARDING  THE  NATIONAL  CANCER  PROGRAM 

The  members  of  the  AACI  and  the  milUons  of  cancer  patients  we  treat  are  in- 
debted to  this  subcommittee  for  your  strong  support,  both  past  and  present.  We  are 
again  seeking  the  support  of  this  distinguished  body  regarding  several  current  is- 
sues that  concern  our  membership  and  may  ultimately  enect  the  manner  and  speed 
in  which  advances  in  cancer  treatment  are  produce  There  are  three  categories  of 
concerns  we  would  like  this  committee  to  consider.  First,  several  implications  of 
health  care  reform.  Second,  the  level  of  funding  committed  to  the  national  cancer 
program.  And  third,  the  potential  impact  of  earmarking  research  dollars. 

A.  HEALTH  CARE  REFORM 

Senator  Harkin,  we  thank  you  for  your  leadership  in  this  area  and  want  to  point 
out  our  own  strong  support  for  the  effort  which  you  and  Senator  Hatfield  put  forth 
in  the  health  care  reform  debate  to  include  a  health  research  fund  to  vastly  expand 
the  available  funding  at  The  AACI  sincerely  hopes  your  ideas  are  incorporated  into 
our  nation's  ultimate  health  care  plan.  Otherwise,  the  significant  potential  that  ex- 
ists within  our  cancer  centers  will  oe  jeopardized. 

1.  Guaranteed  access  to  state-of-the-art  cancer  centers. — We  are  supportive  of  the 
theme  driving  the  reform  movement:  access  to  medical  care  for  all  Americans  at 
lower  cost.  However,  the  health  care  delivery  role  played  by  the  nation's  network 
of  cancer  centers  needs  to  be  given  special  consideration.  If  cancer  patients  are  not 
allowed  the  choice  to  seek  state-of-tne-art  cancer  treatment  through  an  NCI-des- 
ignated cancer  center,  such  treatment  would  be  available  only  to  affluent  patients 
who  could  afford  special  insurance  coverage.  Not  only  would  this  negate  the  last  25 
years  we  have  spent  establishing  a  national  infrastructure  for  state-of-the-art  cancer 
care,  it  would  be  particularly  detrimental  to  minorities,  medically  underserved  popu- 
lations, and  older  Americans — high  priority  populations  that  would  find  it  particu- 
larly difficult  to  afford  such  care. 

In  regiird  to  access,  currently  there  is  the  need  for  cancer  center  services  in  sev- 
eral under-represented  areas.  To  help  address  this  need,  there  are  12  institutions 
who  have  received  planning  grants  for  development  of  full-fledged  NCI-designated 
cancer  centers.  The  leadership  within  this  subcommittee  is  largely  responsible  for 
this  ongoing  development  of  our  national  cancer  care  infrastructure.  Certainly,  addi- 
tional appropriations  to  further  expand  the  reach  of  cancer  centers  are  desireable. 
But,  guaranteeing  access  to  these  centers  as  a  part  of  health  care  reform  is  critical. 
Without  such  a  provision,  our  future  progress  in  treating  cancer  will  come  to  a 
standstill. 

2.  Investigational  treatments. — Another  way  in  which  health  care  reform  threatens 
to  exclude  cancer  centers  from  patient  care  activities  is  by  not  mandating  coverage 
of  investigational  therapies.  We  are  hopeful  this  will  become  a  mandated  component 
of  the  standard  benefits  package.  Specifically,  we  are  seeking  adequate  reimburse- 
ment for  patient  care  costs  (not  research  costs)  of  clinical  cancer  research.  This  in- 
cludes reimbursement  for  necessary  clinical  tests,  new  or  off-label  medications,  and 
for  the  delivery  of  care  by  medical  and  allied  health  personnel.  Again,  without  this 
type  of  guarantee,  we  are  effectively  surrendering  in  our  War  on  Cancer.  The  issue 
of  what  constitutes  an  appropriate  investigational  therapy  has  been  raised  by  a  va- 
riety of  interests.  The  AACI  looks  forward  to  working  with  you  to  develop  improved 
mechanisms  for  standardizing  these  decisions  working  through  our  already  existing 
national  infrastructure. 

3.  Unique  costs  of  research. — The  last  point  I'll  make  regarding  the  AACI's  posi- 
tion on  health  care  reform  is  that  there  are  unique  costs  that  cancer  centers  incur 
while  conducting  research.  To  continue  to  foster  a  medical  research  community  that 
is  unequalled  anywhere  in  the  world,  our  final  health  care  plan  should  reimburse 
cancer  centers  for  unique  overhead  costs,  the  dissemination  of  scientific  information, 
and  support  personnel  that  are  necessary  for  leading-edge  research  activities  to  be 
performed. 

B.  LEVEL  OF  FUNDING  TO  AND  FROM  THE  NATIONAL  CANCER  INSTITUTE 

The  second  position  the  AACI  members  have  asked  me  to  present  to  you  today 
is  related  to  the  level  of  funding  provided  to  the  NIH  and  the  NCI.  We  believe,  and 
perhaps  your  previous  strong  support  would  indicate  that  you  concur,  the  nations' 
cancer  centers  are  the  most  effective  weapon  we  have  in  the  war  on  cancer.  Re- 
cently, we  have  become  constricted  by  the  amount  of  NIH  funds  available  for  new 
centers,  current  core  funding  of  existing  centers,  research  grants  to  investigators 
and  education  and  outreach  efforts.  The  NCI  budget  is  slated  to  receive  only  a 
roughly  5  percent  increase  over  last  year  and  the  Cancer  Centers'  portion  has  re- 
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mained  essentially  flat  for  the  last  several  years.  We  urge  you  to  rectify  this.  Spe- 
cifically, we  endorse  the  Ad  Hoc  Group  for  Medical  Research  request  for  at  least  a 
9  percent  increase  for  the  National  Institutes  of  Health.  Further,  we  request  that 
the  committee  include  the  necessary  funds  for  continued  expansion  of  the  cancer 
centers'  program  so  that  we  can  continue  to  develop  and  refine  methods  of  prevent- 
ing and  treating  cancer. 

C.  A  BALANCED  RESEARCH  PROGRAM 

In  the  early  days  of  the  national  cancer  program,  basic  and  cUnical  research  were 
the  predominant  avenues  being  pursued  and  funded.  Within  the  past  decade,  how- 
ever, we  are  pleased  that  education  and  outreach  efforts  have  become  a  major  focus 
of  the  AACI's  member  institutions.  This  has  resulted  in  a  more  balanced  research 
agenda  encompassing  the  continuum  of  the  cancer  experience  fi-om  prevention  to 
early  detection  to  treatment  to  after-care.  Cancer  centers  have  also  expanded  efforts 
related  to  the  health  of  women,  minorities,  medically  underserved  populations,  and 
the  elderly  within  the  context  of  a  balanced  research  program. 

We  can  effectively  address  the  unique  needs  of  these  various  populations  and  con- 
stituencies without  the  need  for  earmarking  research  funds.  We  applaud  your  lead- 
ership in  avoiding  earmarks  for  special  interests  and  look  forward  to  working  with 
you  to  insure  that  this  continues  to  be  the  direction  we  take  as  a  nation. 

Particularly  harmful  to  a  balanced  research  program  in  the  past,  has  been  the 
identification  of  legitimate  special  emphasis  areas  (for  example,  breast  cancer  and 
prostate  cancer)  that  were  approved  for  funding  but  did  not  receive  new  funds.  They 
instead  received  funds  that  were  redirected  from  other  important  research  pro- 
grams. Certainly,  such  special  emphasis  areas  are  significant  and  necessary,  but 
new  funds  should  be  identified  to  meet  these  needs  without  compromising  existing 
and  equally  significant  efforts. 

IV.  CONCLUSION 

In  conclusion,  the  cancer  centers  who  are  represented  by  the  Association  of  Amer- 
ican Cancer  Institutes  are  poised  and  eager  to  continue  serving  as  the  primary  force 
in  the  nation's  cancer  program.  To  do  this,  however,  we  must  maintain  and 
strengthen  the  federal  committment  to  our  efforts.  The  interests  of  the  AACI,  as  I 
have  explained  them  today,  are  truly  the  interests  of  every  citizen  who  has  cancer 
or  is  at  risk  of  developing  cancer. 

Again,  I  thank  this  Subcommittee  for  your  leadership  in  this  area  and  for  your 
history  of  strong  support  for  the  nation's  cancer  centers.  I  would  be  happy  to  answer 
any  questions  you  might  have  at  this  time. 

STATEMENT  OF  ARTHUR  BALIN,  M.D.,  EXECUTIVE  DIRECTOR  OF  THE 
AMERICAN  AGING  ASSOCIATION 

Senator  Harkin.  And  now  Dr.  Balin.  Did  I  pronounce  that  right? 

Dr.  Balin.  Yes;  you  did. 

Senator  Harkin,  Dr.  Balin,  representing  the  American  Aging  As- 
sociation, 

Dr.  Balin,  Yes,  sir;  Senator  Harkin  and  Senator  Mack,  I  appre- 
ciate the  opportunity  to  testify  and  to  explain  why  it  is  important 
that  we  increase  funding  for  basic  biomedical  aging  research. 

My  name  is  Arthur  Balin.  I  am  speaking  to  you  today  as  the  ex- 
ecutive director  of  the  American  Aging  Association. 

The  Institute  of  Medicine  of  the  National  Academy  of  Science  has 
recently  published  its  recommendations  for  a  nationsd  research 
agenda  on  aging. 

Their  report  states,  "The  Committee  believes  that  elucidation  of 
the  biological  mechanisms  of  aging  is  an  achievable  goal," 

I  agree.  We  have  the  technology  now  to  discover  the  causes  of  the 
aging  process.  It  is  only  a  matter  of  committing  sufficient  resources 
for  this  problem. 

Although  aging  makes  us  more  vulnerable  to  disease,  aging  is 
not  the  same  as  disease.  It  is  the  aging  process  itself,  not  specific 
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diseases,  that  blocks  our  effort  to  increase  the  functional  healthy 
life  span. 

For  example,  if  all  heart  disease,  strokes,  and  cancer  could  be  to- 
tally eliminated,  the  average  life  span  would  increase  by  only  about 
10  years.  By  understanding  the  basic  mechanisms  involved  in 
aging,  it  may  be  possible  to  delay  or  prevent  illness  and  disease 
that  is  associated  with  aging. 

Medical  research  has  a  dramatic  ability  to  reduce  health  care 
costs.  For  example,  the  cost  for  a  lifetime  of  care  for  two  children 
severely  crippled  by  polio  is  greater  than  all  of  the  money  that  was 
spent  on  the  research  that  eliminated  that  disease. 

Treatments  that  could  delay  admission  to  a  nursing  home  by  1 
month  would  save  our  health  care  system  $3  billion  a  year. 

The  National  Institute  on  Aging  recently  reported  that  if  the 
onset  of  Alzheimer's  disease  could  be  delayed  by  5  years,  the  Na- 
tion would  save  $40  billion  a  year. 

Research  to  prevent  urinary  incontinence  in  the  elderly  would 
save  $10.8  billion  per  year.  These  savings  represent  only  the  tip  of 
the  iceberg  when  compared  to  those  that  could  be  achieved  by  a 
delay  in  the  rate  of  the  aging  process. 

Every  year  of  productive  life  that  we  could  add  to  our  population 
by  retarding  the  aging  process  would  add  $5  trillion  to  our  economy 
in  wages  earned. 

The  present  funding  for  basic  biomedical  aging  research  is  mea- 
ger and  is  unlikely  to  provide  sufficient  resources  to  allow  us  to  dis- 
cover the  causes  of  aging  before  we  are  overwhelmed  by  the  health 
care  costs  of  an  aging  population. 

In  1990,  the  cost  of  providing  health  care  to  people  over  the  age 
of  65  was  more  than  $200  billion.  As  of  January  1994,  there  were 
only  255  grants  on  the  biology  of  aging  being  funded  at  a  total  cost 
of  $53  million. 

This  is  meager  funding  in  view  of  the  fact  that  our  country  is 
being  overwhelmed  by  health  care  costs,  and  it  is  basic  aging  re- 
search that  will  provide  the  answers  to  decrease  these  costs. 

Human  scientific  talent  is  in  fact  one  of  our  true  precious  re- 
sources. Because  of  budget  constraints,  the  NIA  is  only  able  to  fund 
about  15  percent  of  the  scientifically  approved  grants  it  receives. 

I  believe  every  one  of  these  scientifically  approved  grants  should 
be  funded.  Our  country  cannot  afford  to  waste  the  talent  of  85  per- 
cent of  the  most  highly  educated,  motivated,  and  competent  sci- 
entists that  our  educational  system  can  produce. 

The  main  problem  that  arises  is  how  to  fund  this  increased  re- 
search. I  would  propose  that  the  Federal  Government  create  an  In- 
vestment in  Research  Bank. 

I  have  submitted  the  details  of  this  idea  in  my  written  testimony. 
The  mechanism  I  propose  would  be  essentially  self  funding  as  it 
bootstraps  itself  up  to  greater  and  greater  levels. 

Thank  you,  Senator  Harkin  and  Senator  Mack,  members  of  the 
subcommittee,  for  the  opportunity  to  testify.  We  look  to  you  as  pol- 
icy makers  for  our  Nation  to  help  us  seize  the  opportunities  at 
hand.  Thank  you. 

Senator  Harkin.  Thank  you  very  much,  Dr.  Balin.  Good  testi- 
mony. 
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Thank  you  all  for  being  here  and  for  your  inputs.  I  might  want 
to  ask  you  later  on,  Dr.  Balin,  more  about  the  Investment  Research 
Bank. 

Isn't  that  sort  of  what  we  are  talking  about  here?  I  don't  know. 
Again,  I  just  say  to  all  of  you  that  there  is  no  way,  there  is  abso- 
lutely zero  possibility,  that  we  are  going  to  get  an3rwhere  near  the 
requests  that  you  have  asked  for  with  this  situation  facing  us  here 
with  these  charts  and  with  the  discretionary  outlay  freeze  that  we 
voted  for  for  5  years  unless  we  have  this  fund  for  health  research. 

I  do  believe  we  are  going  to  get  some  form  of  health  care  reform 
through  this  year.  I  don't  know  what  it  is  going  to  be  like. 

I  don't  know  how  extensive  it  is  going  to  be,  but  something  will 
come  through,  and  I  believe  that  we  have  an  excellent  opportunity 
of  putting  in  there  a  check  off  or  a  set  aside  of  1  percent,  1  penny 
of  every  dollar,  of  everyone's  health  insurance  premium  to  go  for 
medical  research.  The  polls  all  show  that  the  people  will  support 
it  overwhelmingly,  as  long  as  they  know  it  is  going  for  research. 

Senator  Hatfield  and  I  have  devised  a  way  of  ensuring  that.  We 
now  have  Senator  Kennedy  and  Senator  Kassebaum,  the  chair  and 
ranking  member  of  the  Labor  and  Human  Resources  Committee, 
who  are  also  cosponsoring. 

So  that  gives  me  some  hope  that  we  can  continue  on.  And  we 
hope  that  we  can  get  the  chairman  of  the  Finance  Committee  on 
board  pretty  soon. 

So  any  of  you  from  New  York,  please  help  out  on  that.  If  we  can 
get  that  locked  up,  then  I  think  we  are  pretty  well  set. 

But  that  is  the  only  way  we  are  going  to  get  it.  That  is  the  only 
way  we  are  going  to  get  the  National  Cancer  Institute  funding  of 
it.  I  consider  what  you  are  asking  for  reasonable,  but  that  is  about 
a  50-percent  increase. 

Well,  the  fund  for  medical  research,  the  health  research  that  we 
are  talking  about,  will  be  about  a  50-percent  increase.  So  it  is  going 
to  help  everybody.  All  votes  will  rise,  and  we  will  be  able  to  get 
that  funding  out  for  the  National  Institute  on  Aging,  too. 

I  don't  know  if  that  is  sort  of  like  the  Investment  Research  Bank 
you  are  talking  about.  If  it  is  not,  well 

Dr.  Balin.  Senator,  the  Govemment  already  is  spending,  say, 
$11  billion  a  year  at  the  NIA.  When  those  grants  are  given  to  indi- 
vidual scientists,  if  any  discoveries  are  made  as  a  result  of  those, 
the  patents  from  those  discoveries  belong  to  the  scientist  and  to  the 
universities  that  they  work  at. 

There  is  no  reason  that  the  American  taxpayer  cannot  recover 
some  of  that  money  by  having  some  fraction  of  those  royalties  on 
those  patents  funneled  back  to  this  Investment  in  Research  Bank. 

This  is  money  that  is  being  invested  by  the  American  public,  and 
if  they  see  it  as  an  investment  and  there  is  a  way  of  recouping 
some  of  that  investment,  eventually  it  will  grow  considerably. 

Senator  Harkin.  Well,  I  would  like  to  explore  that.  I  had  not  con- 
sidered that  before.  Would  that  be  the  case  where  if  someone  re- 
ceived public  support,  either  through  education  or  through  grants, 
that  they  would  then  sign  some  kind  of  an  agreement  that  if  they 
patented  something,  a  certain  percentage  would  come  back  into  the 
NIH? 
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Dr.  Balin.  Yes,  sir;  what  I  thought  would  be  that  if,  say,  an  ROl 
or  a  direct  research  grant,  if  a  discovery  grew  out  of  that  research, 
perhaps  one-third  of  the  royalties  from  any  patents  that  were 
granted  could  come  back  to  the  Research  Bank. 

If  a  person  elected  to  accept  Federal  money  to  be  educated  and 
to  receive  graduate  education,  and  they  could  agree,  for  example, 
that  if  they  ever  developed  a  patent  as  a  result  of  their  education, 
perhaps  10  percent  of  a  royalty  that  they  developed  could  go  back 
into  this  Investment  Bank. 

Senator  Harkin.  That  sort  of  begs  a  question:  if  I  go  to  college 
and  I  go  to  a  State-supported  college  where  my  tuition  and  fees  are 
obviously  subsidized  by  the  taxpayers  of  that  State,  and  to  a  cer- 
tain degree  the  Federal  Government  for  what  moneys  have  come 
in  the  Federal  Government,  or  if  I  was  the  recipient  of  a  Pell  Grant 
if  I  was  low  income,  then  should  I  not  have  to  say,  "Well,  I  am 
going  to  make  more  money  in  my  lifetime  because  of  that,  maybe 
I  should  pay  some  money  back." 

But  isn't  that  what  the  taxing  system  is  about?  You  make  more 
money,  you  pay  more  taxes.  So  if  someone  makes  a  patent,  obvi- 
ously they  are  going  to  make  more  money  and  pay  more  taxes,  too. 

PREPARED  STATEMENT 

Dr.  Balin.  Well,  that  is  true. 

Senator  Harkin.  I  am  just  saying,  I  am  throwing  out  an  idea 
that  is  worth  massaging  around  and  thinking  about.  I  would  have 
to  consider  it  and  think  about  all  the  ramifications  of  it,  but  you 
might  want  to  consider  that,  too.  Thank  you. 

[The  statement  follows:] 

Statement  of  Arthur  K.  Balin,  M.D.,  Ph.D.,  FACP 

INTRODUCTION 

Senator  Harkin  and  members  of  the  Subcommittee,  I  appreciate  the  opportunity 
to  testify  and  to  explain  why  it  is  imperative  that  we  increase  funding  for  basic  bio- 
medical aging  research.  My  name  is  Arthur  K.  Balin,  MD,  PhD,  FACP,  and  I  have 
been  trained  as  a  physician  and  a  scientist.  I  am  speaking  to  you  today  as  the  Exec- 
utive Director  of  tne  American  Aging  Association.  The  i^erican  Aging  Association 
is  a  national  lay-scientific  health  organization  formed  in  1970  whose  purpose  is  to 
promote  biomedical  research  directed  to  increasing  our  healthy  functional  life  span. 

DISCOVERING  THE  CAUSES  OF  THE  AGING  PROCESS  IS  AN  ACHIEVABLE  GOAL 

The  Institute  of  Medicine  of  the  National  Academy  of  Science  has  recently  pub- 
lished its  recommendations  for  a  national  research  agenda  on  aging  in  a  book  enti- 
tled Extending  Life,  Enhancing  Life.  Their  report  states  "the  committee  believes 
that  elucidation  of  the  biological  mechanisms  of  aging  is  an  achievable  goal".  I 
agree.  We  have  the  technology  now  to  discover  the  causes  of  the  aging  process.  It 
is  only  a  matter  of  committing  sufficient  resources  to  this  problem. 

Much  medical  research  has  been  targeted  at  disease-specific  issues  such  as  illness 
caused  by  infectious  diseases,  heart  disease,  cancer,  and  diabetes.  Generally  the 
focus  of  this  research  has  been  to  develop  treatments  for  people  who  suffer  from 
these  conditions.  This  is  a  costly  and  inefficient  approach.  It  is  the  underlying  aging 
process  itself  that  predisposes  a  person  to  all  of  the  associated  diseases  that  accom- 
panv  aging. 

Although  aging  makes  us  more  vulnerable  to  disease,  aging  is  not  the  same  as 
disease.  It  is  the  aging  process,  not  the  specific  diseases,  that  blocks  our  effort  to 
increase  the  functional  healthy  Ufe  span.  For  example,  if  all  heart  disease,  strokes, 
and  cancer  could  be  totally  eliminated,  the  average  life  span  would  increase  by  only 
about  ten  years.  Aging  results  in  a  diminished  ahility  to  respond  when  challenged, 
and  leads  to  a  progressive  increase  in  an  organism's  vulnerability.  By  understaning 
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the  basic  mechanisms  involved  in  aging,  it  may  be  possible  to  delay  or  prevent  ill- 
nesses and  diseases  that  are  associated  with  aging.  This  research  would  lead  to  a 
better  quality  of  life  for  all  individuals. 

THE  BENEFITS  OF  MEDICAL  RESEARCH  TO  REDUCE  HEALTH  CARE  COSTS 

Medical  research  has  a  dramatic  ability  to  reduce  health  care  costs.  The  cost  for 
a  lifetime  of  care  for  two  Rh  brain  damaged  children,  or  for  two  children  severely 
crippled  by  polio,  is  greater  than  all  of  the  money  that  was  spent  on  the  research 
that  eliminated  these  disorders.  Treatments  that  could  delay  aomission  to  a  nursing 
home  by  one  month  would  save  our  health  care  system  three  billion  dollars  per  year. 
The  National  Institute  on  Aging  recently  reported  that  if  the  onset  of  Alzheimer's 
disease  could  be  delayed  by  five  years,  the  nation  would  save  forty  billion  dollars 

{)er  year.  This  would  be  in  addition  to  the  relief  that  would  be  experienced  by  fami- 
ies  who  are  forced  to  watch  a  parent  or  spouse  deteriorate  from  this  condition.  Re- 
search to  prevent  urinary  incontinence  in  the  elderly  would  save  the  health  care 
system  10.8  billion  dollars  per  year.  These  savings  represent  only  the  tip  of  the  ice- 
berg when  compared  to  those  that  could  be  achieved  by  a  delay  in  the  rate  of  the 
aging  process.  Every  year  of  productive  life  we  could  add  to  our  population  by  re- 
tarding the  aging  process  would  add  five  trillion  dollars  to  our  economy  in  wages 
earned. 

We  stand  on  the  threshold  of  a  revolution  of  unparalleled  magnitude  in  biomedical 
sciences  and  biotechnology.  Harvesting  these  discoveries  will  profoundly  change  our 
world  for  the  better.  It  should  be  possible  to  produce  and  utilize,  for  the  benefit  of 
mankind,  any  chemical,  any  enzyme,  and  any  biological  process  that  any  living  or- 
ganism has  evolved. 

CURRENT  AREAS  OF  BIOMEDICAL  AGING  RESEARCH 

Research  into  the  fundamental  causes  of  the  aging  process  has  progressed  from 
a  description  of  changes  that  occur  during  aging,  to  mechanistic  studies  of  factors 
likely  to  contribute  to  aging,  and  to  interventional  studies  designed  to  determine  if 
aging  can  be  retarded  or  reversed.  Active  promising  areas  of  investigation  include: 
the  genetic  relation  between  genes  and  life  span  and  how  genes  regulate  life  span; 
biochemical  factors  such  as  oxygen  fi-ee  radicals  and  antioxidant  defenses,  glucose 
crosslinking  and  methods  to  prevent  such  crosslinking,  DNA  damage  and  repair; 
physiologic  factors  such  as  hormone  decline  with  age  and  hormone  replacement,  im- 
mune system  decline  and  reconstitution,  caloric  restriction  which  is  known  to  extend 
life  span,  and  the  effects  of  exercise  and  other  behavioral  factors.  Each  of  these 
areas  of  investigation  are  involved  in  many  of  the  diseases  to  which  we  are  suscep- 
tible and  intervention  may  not  only  retard  the  aging  process  but  may  provide  dec- 
ades of  healthful  disease-free  life  to  our  population. 

THE  CURRENT  FUNDING  STATUS  FOR  BIOMEDICAL  AGING  RESEARCH  IS  MEAGER 

The  present  funding  for  basic  biomedical  aging  research  is  meager  and  is  unlikely 
to  provide  sufficient  resources  to  allow  us  to  discover  the  causes  of  aging  before  we 
are  overwhelmed  by  the  health  costs  of  an  aging  population.  In  1990,  the  cost  of 
providing  health  care  to  people  over  age  65  was  more  than  200  billion  dollars.  As 
of  January  1994,  there  were  only  255  grants  on  the  biology  of  aging  being  funded 
at  a  total  cost  of  53  million  dollars.  There  were  an  additional  1,088  grants  costing 
about  280  million  dollars  on  behavioral  and  social  research,  geriatrics,  neuroscience 
and  neuropsychology,  and  Alzheimer's  centers.  This  is  meager  funding  in  view  of  the 
fact  that  our  country  is  being  overwhelmed  by  health  care  costs  and  it  is  basic  aging 
research  that  will  provide  the  answers  to  decrease  these  costs. 

Human  scientific  talent  is,  in  fact,  one  of  our  true  precious  resources.  At  present, 
we  are  squandering  this  resource.  Each  grant  to  the  National  Institute  on  Aging  is 
evaluated  by  a  committee  of  scientists  and,  if  the  grant  is  scientifically  sound  and 
worthwhile,  the  grant  is  approved  for  funding.  Because  of  budget  constraints,  the 
National  Institute  of  Aging  is  only  able  to  fund  about  15  percent  of  the  scientifically 
approved  grants  it  receives.  This  is  wasteful  of  our  most  precious  resource,  human 
scientific  talent.  Each  of  the  grant  proposals  was  submitted  by  a  scientist.  The  sci- 
entists went  to  college,  completed  graduate  school,  hold  a  PhD  or  MD  degree,  and 
often  work  for  several  years  as  a  post-doc  in  a  senior  scientists'  laboratory  before 
submitting  a  grant  proposal.  Their  education  involved  years  of  close  supervision  by 
senior  scientists.  The  senior  scientists  can  train  only  a  small  number  of  graduate 
students  during  their  entire  scientific  career.  I  believe  that  every  one  of  these  sci- 
entifically approved  grants  should  be  funded.  Our  country  cannot  afford  to  waste  the 
talent  of  85  percent  of  the  most  highly  educated,  motivated,  and  competent  sci- 
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entists  that  our  educational  system  can  produce.  I  believe  that  the  present  NIA 
budget  for  basic  biomedical  aging  research  is  only  1  percent  of  the  amount  that  it 
should  be. 

FUNDING  THE  INCREASED  RESEARCH  THROUGH  AN  INVESTMENT  IN  RESEARCH  BANK 

The  main  problem  that  arises  is  how  to  fund  the  increased  research.  I  would  pro- 
pose that  the  federal  government  create  an  "Investment  in  Research"  bank.  All  fed- 
eral money  for  research  would  be  funnelled  through  this  "Investment  in  Research" 
bank.  Allocations  for  research  projects,  training  grants,  and  career  development 
awards  would  be  awarded  as  they  are  now  through  the  appropriate  NIH  councils 
and  study  sections  from  money  allocated  to  the  "Investment  in  Research"  bank. 
Money  in  the  "Investment  in  Research"  bank  would  also  be  used  by  other  agencies 
that  sponsor  research.  The  main  difference  between  this  proposal  and  our  current 
system  of  funding  is  that  the  American  taxpayer  would  more  directly  benefit  from 
discoveries  made  by  their  money  which  was  obtained  from  the  "Investment  in  Re- 
search" bank.  This  would  be  done  by  requiring  individuals  who  obtained  money  from 
the  "Investment  in  Research"  bank  to  pay  the  bank  one-third  of  any  royalties  ob- 
tained on  products,  patents,  or  inventions  that  were  developed  utilizing  funding  ob- 
tained from  the  "Investment  in  Research"  bank.  I  propose  that  any  patent  granted 
with  money  used  from  the  "Investment  in  Research"  bank  would  be  lengthened  by 
four  years  to  21  years,  which  would  increase  royalties  to  the  "Investment  in  Re- 
search" bank  and  would  help  to  compensate  the  inventors  for  the  one-third  royalty 
they  were  required  to  pay  to  the  "Investment  in  Research"  bank.  Additionally,  indi- 
viduals who  chose  to  be  educated  at  public  expense  could  have  their  graduate  edu- 
cation paid  for  if  they  agree  to  pay  10  percent  of  any  royalties  from  patents  that 
they  developed  through  their  career  directly  to  the  "Investment  in  Research"  bank. 
The  money  obtained  through  these  mechanisms  would  be  retained  by  the  bank  and 
would  be  reinvested  in  research  until  such  time  as  the  level  of  research  funding  was 
at  least  100  times  what  it  is  today.  Additional  money  obtained  after  that  point  could 
be  used  at  the  discretion  of  the  President  and  Congress  to  retire  the  national  debt. 
This  "Investment  in  Research"  bank  provides  a  mechanism  whereby  the  American 
public  will  gain  both  directly,  through  return  on  their  investment,  and  indirectly, 
through  expansion  of  knowledge,  a  better  quality  of  life,  creation  of  jobs  and  wealth, 
and  a  mechanism  whereby  all  citizens  could  avail  themselves  of  higher  education. 
This  mechanism  would  be  essentially  self-funding  as  it  bootstraps  itself  up  to  great- 
er and  greater  levels.  I  believe  that  an  "Investment  in  Research"  bank  that  explic- 
itly recognizes  that  the  American  public  is  investing  its  resources  in  research  will 
prove  highly  profitable  to  the  American  public,  in  terms  of  both  financial  return  and 
an  enhanced  quality  of  life. 

Thank  you.  Senator  Harkin  and  members  of  the  Subcommittee,  for  the  oppor- 
tunity to  testify.  We  look  to  you  as  policy  makers  for  our  nation  to  help  us  seize 
the  opportunities  at  hand. 

Senator  Harkin.  Senator  Mack. 

Senator  Mack.  Thank  you,  Senator  Harkin.  The  areas  that  you 
all  have  talked  about  this  morning  also  have  affected  my  family, 
both  with  Alzheimer's  and  cancer.  So  I  understand,  I  think,  the 
strength  and  the  depth  of  your  commitment  to  increase  funding, 
and  I  want  to  find  a  way  to  do  that  as  well. 

I  want  to  just  raise  two  areas,  not  in  the  specific,  but  in  the  gen- 
eral, and  that  is  the  concern  that  I  have  that  while  we  have  this 
kind  of  a  flat  situation,  it  is  going,  as  the  chairman  indicated,  to 
make  it  harder  and  harder  for  us  to  find  ways  to  increase  funding 
in  all  the  different  areas  of  research. 

The  other  source  of  research  dollars  is  the  private  sector,  and  I 
am  concerned  as  well — and  if  anyone  wants  to  be  more  specific 
about  what  is  happening  in  the  private  sector  with  respect  to  re- 
search dollars,  I  think  that  there  are  several  things  that  have  hap- 
pened that  have  affected  that,  and  that  is  the  concern  about  what 
happens  with  respect  to  health  care,  health  care  reform. 

So  if  you  could  give  me  a  sense  of  the  kind  of  things  we  ought 
to  be  doing  to  make  sure  that  research  is  not  affected,  I  think 
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teaching  hospitals,  as  well,  especially  hospitals,  that  is  an  area  of 
concern  for  me.  So  whoever  wants  to  hop  in. 

Dr.  Fleming.  I  want  to  make  two  comments.  Senator  Mack.  One 
is  you  know  the  American  Cancer  Society  funds  about  $100  million 
worth  of  biomedical  research  from  private  dollars,  raised,  donated 
dollars. 

The  concern  about  research  and  the  changing  health  care  climate 
is  already  beginning  to  be  seen,  and  that  is  community-based  re- 
search in  the  hospitals  that  are  dealing  with  managed  competition 
and  tight  competitive  arrangements  are  already  beginning  to  elimi- 
nate community  research  because  they  cannot  be  competitive  in 
that  environment. 

And  that  is  just  the  beginning  of  what  we  will  see  in  managed 
competition  as  it  develops.  So  we  have  a  real  concern. 

That  is  why  I  am  so  pleased  that  Senator  Harkin  is  addressing 
this,  because  already  we  are  seeing  a  decrease  in  community-bassd 
research  based  on  tight  dollars. 

Dr.  Barker.  I  think,  too,  speaking  on  behalf  of  the  private  sector 
to  some  extent  in  terms  of  biotechnology,  there  is  no  question  that 
the  rhetoric  on  health  care  reform  has  already  dramatically  af- 
fected at  least  the  pharmaceutical  and  biotechnology  companies' 
ability  and  willingness  to  invest  in  research. 

It  is  just  not  in  their  own  research  programs,  but  it  is  also  in 
university-based  programs  and  some  of  the  health  centers  that  you 
are  talking  about. 

So  we  have  to  find  a  way  to  protect  that  investment,  as  well  as 
the  investment  we  are  talking  about  here  today  in  the  NCI  and 
NIH,  because  there  is  a  huge  number  of  dollars  here  that  we  are 
not  talking  about  today  that  the  private  sector  is  investing,  much 
of  it  in  the  kind  of  research  that  extends  what  we  are  not  getting 
at  the  NIH.  It  is  a  very  big  concern. 

Ms.  ECRYOD.  I  am  from  NYU  Medical  Center,  and  we  have  ex- 
tensive funding  that  we  receive  from  private  foundations  and  that 
funding  has  been  cut  back,  as  well  as  more  scientists  are  competing 
for  grants. 

We  just  sent  a  letter  to  Senator  Harkin  with  a  copy  of  a  letter 
from  the  National  Cancer  Institute  where  our  cancer  research  cen- 
ter was  cut  back. 

It  has  historically  been  a  very  well  respected  center,  but  because 
of  the  competing  grants  and  the  lack  of  additional  funds,  we  are 
finding  in  all  areas  that  this  is  being  cut  back. 

We  just  built  a  $200  million  research  center  where  we  had  no 
Federal  support  to  build  it,  and  you  are  going  to  private  sources  for 
the  building  and  instrumentation  part  of  it.  And  it  is  very  hard  to 
keep  the  actual  research  going  with  a  lack  of  research  funding. 

Senator  Mack.  What  we  are  experiencing  right  now,  is  it  just  be- 
cause of  the  debate  that  is  going  on?  I  mean,  will  that  subside  once 
a  plan  is  passed? 

Dr.  Barker.  I  think  it  could  subside  if  we  are  wise  enough  to  rec- 
ognize the  significance  and  the  importance  of  biomedical  sciences 
and  biomedical  research  in  this  whole  agenda. 

Because  if  you  look  at  the  administration's  plan,  there  is  very  lit- 
tle, if  any,  consideration  for  the  bedrock  on  which  we  have  built 
health  care. 
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And  if  in  fact  that  does  not  change — and  the  only  hope  I  see  here 
is  Senator  Harkin's  and  Senator  Hatfield's  proposed  amendment  to 
any  health  care  reform  package.  But  we  are  talking  about 

Senator  Mack.  Let  me  interrupt  for  just  a  second  there,  because 
every  time  we  have  an  opportunity  to  be  together,  he  is  always 
passing  me  a  note  suggesting  that  I  become  a  cosponsor  of  his  leg- 
islation. 

Dr.  Barker.  Well,  why  are  you  not  doing  that? 

Senator  Mack.  Your  comments  today  have  certainly  been  helpful 
in  that,  I  might  add.  That  would  help  us  in  this  process,  but  it  does 
not  affect  how  the  private  sector  might  respond.  Or  would  it  help 
the  private  sector 

Dr.  Barker.  I  disagree.  Absolutely  it  will  help,  because  as  the 
NIH  goes  and  the  NCI  goes  relative  to  creating  the  basic  findings 
that  we  are  talking  about,  so  will  go  translational  and  applications 
research. 

Without  this  front-end  funding,  we  are  not  going  to  get  things  to 
patients.  There  is  no  question  in  my  mind  about  that.  There  is 
going  to  be  less  risk  taking. 

There  is  going  to  be  people  that  are  going  to  be  looking  out  to 
cover  their  investments  in  whatever  way  they  can,  and  the  way  to 
do  that  is  not  to  take  risks.  And  if  we  don't  fuel  the  front  end  of 
this  whole  machine — and  it  is  really  a  continuum — patients  lose. 
Bottom  line. 

Senator  Mack.  You  don't  mind  this  kind  of  discussion,  do  you? 

Senator  Harkin.  Oh,  I  like  it.  Go  right  on.  This  is  great. 

Ms.  ECRYOD.  Whether  or  not  there  is  health  care  reform,  there 
still  will  be  managed  care  initiatives  that  are  going  to  take  over  in 
our  teaching  hospitals,  and  those  managed  care,  very  few  of  them 
are  paying  anything  toward  medical  research. 

And  I  think  that  is  definitely  going  to  affect  us.  Whether  or  not 
we  have  health  care  reform,  it  will  affect  the  patient  or  at  least  the 
clinical  trial  part. 

Senator  Mack.  That  is  another  good  point.  Let  me,  if  I  could,  just 
bring  up  one  more  area,  and  I  do  it  with  some  concern,  but  I  think 
it  ought  to  at  least  have  some  discussion. 

Maybe  I  get  confused  about  what  the  term  earmarked  really 
means.  I  have  been  in  opposition  to  earmarks,  and  I  think  I  was 
pretty  strong  on  that  last  year  as  we  went  through  the  process. 

I  would  like  to  see  the  scientific  community  make  the  determina- 
tion about  where  we  spend  dollars,  where  the  priorities  are,  what 
kind  of  research  ought  to  be  done. 

But  what  I  start  to  hear  from  constituents,  they  start  raising 
questions,  "Well,  why  are  you  spending  so  much  money,  let's  say, 
on  AIDS  research  versus  cancer  research,  when  you  take  a  look  at 
the  number  of  lives  that  are  lost  each  year  in  the  area  of  AIDS  ver- 
sus the  area  of  cancer?" 

And  then  when  you  start  getting  into  cancer  itself,  prostate  can- 
cer versus  breast  cancer.  I  supported  Senator  Harkin's  initiative  for 
the  $200  million,  but  I  also  kind  of  scratched  my  head  and  said, 
well,  if  we  are  doing  $200  million  for  breast  cancer  research,  which 
my  wife  is  a  breast  cancer  survivor,  why  are  we  not  putting  an- 
other $200  million  or  $150  million  in  prostate  cancer  research? 
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So  it  kind  of  helps  me  out  when  we  talk  about — ^we  say  we  are 
in  opposition  to  earmarks,  but  yet  there  is  that  political  activity 
that  takes  place  in  the  country  which  we  react  to. 

So  does  anybody  want  to  hop  in  and  help  me? 

Dr.  KOVACH.  I  don't  know  if  this  will  be  directly  on  the  point.  I 
am  thinking  about  the  issues  you  are  discussing  now.  Two  points 
I  would  like  to  make. 

One  is  the  NIH  system  itself  is  really  a  magnificent  system  for 
distributing  funds  in  a  very  complex  way.  It  is  wonderful.  It  is 
highly  competitive. 

There  is  peer  review,  and  I  think  most  of  us  feel  they  are  putting 
money  into  NIH.  It  is  a  new  director,  I  think,  who  believes  the 
same  way. 

I  could  not  imagine  a  better  system  that  we  could  present  to  the 
American  public  for  distributing  funds,  because  of  the  rigor  of  the 
review  and  it  is  periodically  reviewed  and  then  the  competitive  na- 
ture. I  think  that  is  what  most  of  us  think  about  a  way  to  distrib- 
ute funds  to  the  research  community. 

When  the  targeted  issues  come  up,  part  of  it  is  because  of  the 
frustration  on  the  part  of  many  investigators  who  see  the  fabric  of 
biomedical  education  and  research  of  our  university  structure  being 
threatened  by  an  essentially  flat  NIH  line.  NIH  is  the  foundation 
for  most  of  the  university  systems  of  education  and  biomedical 
training. 

So  that  is  No.  1.  If  you  target  an  area,  a  whole  other  enterprise 
sees  it  as  a  threat  to  this  wonderful  system  that  is  developed,  and 
most  of  us  cannot  get  away  from  the  fact  that  the  way  to  approach 
it  is  to  try  to  provide  NIH  broadly  with  funding. 

On  the  other  point,  the  issue  that  comes  up  as  very  expensive  is 
the  evaluation  of  the  therapies  at  the  clinical  level,  and  I  think 
that  that  is  where  most  of  the  dollars  you  are  talking  about. 

I  think  many  investigators,  such  as  myself,  would  welcome  an 
opportunity  for  perhaps  another  level  of  the  system  for  assessing 
what  is  being  evaluated  in  clinical  trials  nationally.  There  is  the 
cooperative  clinical  trials  programs,  cancer  centers  programs. 

If  we  can  develop — and  we  need  to  work  on  how  to  avoid  duplica- 
tion of  ideas,  how  to  focus  on  the  important  questions.  Insurers  are 
very  happy  to  do  this,  to  work  in  the  context  of  evaluating  ques- 
tions. They  are  afraid,  as  you  are,  of  open-ended  agendas  where 
there  is  no  sort  of  oversight. 

So  it  is  a  long  answer  to  say  that  NIH  is  a  wonderful  system  for 
distributing  research  funds  targeted  outside  of  that  without  new 
funding  that  threatens  that  system.  And  second,  probably  another 
level  of  oversight  in  the  evaluation  of  new  therapies  is  going  to  be 
necessary. 

Ms.  FOTI.  I  would  like  to  add  on  behalf  of  the  Coalition  that  it 
has  been  proven  time  and  time  again  that  fundamental  basic  re- 
search is  the  cornerstone  of  advances,  certainly  in  the  field  of  can- 
cer research  and  all  biomedical  research. 

As  was  shown  just  a  few  weeks  ago,  when  the  human  colon  can- 
cer gene  was  isolated  at  Johns  Hopkins,  this  was  work  that  had 
been  preceded  by  two  decades  of  basic  research. 
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This  finding  will  benefit  colon  cancer,  as  well  as  potentially  other 
cancers.  So  that  money  focusing  on  one  disease  site  is  not  the  way 
to  go. 

But  what  has  been  obviously  said  by  us  and  others  is  that  if  it 
is  joined  with  new  funds,  then  it  is  acceptable.  But  if  it  interferes 
with  all  of  the  other  disease  sites  and  all  basic  research,  that  this 
is  very,  very  bad  science  policy,  and  we  urge  you  to  follow  your  cur- 
rent pattern  of  untargeted  research  funding. 

Dr.  Fleming.  Senator  Mack,  let  me  give  you  an  example  of  tar- 
geted research  being  a  problem.  Much  of  what  we  understand  now 
about  genetic  medicine  and  genetic  cancer  activity  stems  from  work 
done  with  a  disease  called  retinal  blastoma,  which  is  an  extremely 
rare  pediatric  eye  tumor. 

It  would  never  be  targeted  in  any  criteria  as  an  important  cancer 
to  deal  with.  It  is  the  one  important  little  tumor  that  taught  us  all 
the  things  we  are  now  applying  to  breast,  colon,  and  a  variety  of 
other  things.  So  if  you  target,  you  lose  that,  that  input. 

Dr.  KiRWAN.  I  would  just  like  to  add  that  the  research  decision, 
the  priority  areas,  are  by  and  large  made  at  NIH  based  on  expert 
advisory  panels,  people  who  are  sensitive  both  to  the  research 
needs  of  our  Nation  and  to  the  societal  needs.  In  my  view,  it  is  best 
left  in  those  hands,  people  who  can  provide  that  kind  of  guidance. 

I  think  the  other  point  is  that  once  you  start  earmarking,  it  is 
a  slippery  slope.  Where  do  you  stop?  So  I  think  a  rule  that  says 
no  earmarking  is  a  lot  better  than  some  earmarking. 

Senator  Harkin.  Thank  you  all  very  much.  Appreciate  your 
being  here. 

STATEMENT  OF  GARY  FRIEDLAENDER,  CHAIRMAN,  NATIONAL  ADVI- 
SORY BOARD  FOR  ARTHRITIS  AND  MUSCULOSKELETAL  AND 
SKIN  DISEASES 

Senator  Harkin.  The  last  panel  is  Gary  Friedlaender,  National 
Advisory  Board  for  Arthritis  and  Musculoskeletal  and  Skin  Dis- 
eases; Paul  Katz,  American  College  of  Rheumatology;  Gerald 
Krueger,  American  Academy  of  Dermatology;  Richard  Long,  Coali- 
tion of  Patient  Advocates  for  Skin  Disease  Research;  Gail  Cassell, 
American  Society  for  Microbiology;  Katherine  McCarter,  Coalition 
for  Health  Funding;  and  Carol  Beasley,  Partnership  for  Organ  Do- 
nation. 

We  are  missing  someone.  Well,  let's  just  start. 

Gary  Friedlaender,  National  Advisory  Board  for  Arthritis  and 
Musculoskeletal  and  Skin  Diseases. 

Dr.  Friedlaender.  Thank  you,  Mr.  Chairman.  In  addition  to 
being  the  chairman  of  the  National  Advisory  Board  for  Arthritis 
and  Musculoskeletal  and  Skin  Diseases,  I  am  also  professor  and 
chairman  of  the  Department  of  Orthopedics  and  Rehabilitation  at 
Yale  University  School  of  Medicine. 

I  would  like  to  first  thank  you  for  your  continued  interest  and 
strong  support  for  research  and  research  training  directed  at  the 
many  painful,  disfiguring,  debilitating,  and  costly  diseases  that 
represent  the  focus  of  the  National  Institute  of  Arthritis  and  Mus- 
culoskeletal and  Skin  Diseases,  NIAMS. 

At  the  same  time,  I  must  express  the  Board's  concern  about  the 
low  level  of  funding  that  continues  to  characterize  this  Institute's 
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relative  support  within  NIH.  It  is  this  lack  of  parity,  a  parity  of  op- 
portunity, that  requires  your  attention. 

The  research  support  by  NIAMS  serves  many  special  popu- 
lations: women,  minorities,  children,  and  the  elderly.  The  breadth 
and  diversity  of  the  Institute's  mandates  are  matched  by  the  great 
frequency  with  which  these  diseases  strike. 

One  or  more  of  these  conditions  will  affect  every  American  at 
some  point  in  their  lives.  One  of  two  Americans  will  have  arthritis 
by  age  65.  One  of  two  women  over  50  will  break  one  or  more  bones 
because  of  osteoporosis. 

Four  or  five  persons  will  suffer  a  back  disorder  at  some  point.  Di- 
verse forms  of  trauma  to  the  musculoskeletal  system,  such  as  bro- 
ken bones,  are  among  the  most  common  and  expensive  disorders  in 
the  Nation. 

In  addition,  one  of  three  Americans  each  year  will  have  a  skin 
condition  that  requires  the  attention  of  a  physician. 

The  total  annual  price  tag  for  these  diseases  is  well  over  $100 
billion  with  more  than  $50  billion  related  to  arthritis  and  $126  bil- 
lion, 77  million  workdays,  and  7  million  school  days  lost  to  trauma. 

Despite  the  extraordinary  scope  of  these  disorders,  the  Institute's 
current  funding  represents  just  2.2  percent  of  the  NIH  budget. 

Consequently,  the  success  rate  for  grants  funded  last  year  was 
constrained  by  available  resources  to  just  19  percent  compared 
with  an  institutewide  figure  of  25  percent. 

The  President's  budget  recommendations  for  the  coming  year  will 
keep  NIAMS  at  19  percent,  while  the  rest  of  the  Institute  rises  to 
27  percent. 

The  Board  urges  you  to  consider  at  least  $260  million  in  funding 
for  NIAMS  next  year,  a  level  that  approaches  parity  of  opportunity 
with  the  rest  of  NIH  to  support  individual  research  grants  of  the 
highest  quality,  training  of  tomorrow's  investigators,  clinical  trials 
for  promising  treatment  approaches,  and  the  establishment  of 
needed  centers  of  research  excellence  in  disorders  that  deprive  so 
many  Americans  of  their  health  and  productivity, 

I  urge  you  to  allow  the  Institute  to  better  serve  our  population 
and  more  adequately  fulfill  our  covenant  with  these  enormous 
numbers  of  children,  women,  men,  and  elderly  citizens  of  diverse 
ethnic,  color,  and  socioeconomic  circumstances. 

PREPAEED  STATEMENT 

Again,  my  deep  appreciation  for  the  opportunity  to  share  with 
you  the  feelings  of  the  National  Advisory  Board,  and  I  would  be  de- 
lighted to  answer  any  questions  you  may  have. 

Senator  Harkin.  You  are  requesting  $324.4  million  for  NIAMS. 

Dr.  Friedlaender.  I'm  sorry? 

Senator  Harkin.  What  was  the  amount  that  you  were  requesting 
for  NIAMS? 

Dr.  Friedlaender.  It  is  $265  million. 

Senator  Harkin.  It  is  $265  million.  I  had  a  different  figure.  I  ap- 
preciate that.  Thank  you. 

[The  statement  follows:] 
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Statement  of  Gary  Friedlaender,  M.D. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  appear  before  you  today.  As  Chairman  of  the  National  Advisory  Board  for  Arthri- 
tis and  Musculoskeletal  and  Skin  Diseases,  I  have  come  to  discuss  the  resources 
available  to  conquer  these  painful,  disfiguring,  and  debilitating  diseases.  I  would 
like  to  thank  you  for  your  continued  interest  and  support.  However,  I  must  express 
the  Board's  deep  concern  about  the  low  budget  level  tor  research  in  these  areas. 

The  research  supported  by  the  National  Institute  of  Arthritis  and  Musculoskeletal 
and  Skin  Diseases  (NIAMS)  serves  many  special  populations:  women,  minorities, 
children,  and  the  elderly.  For  example,  osteoporosis,  lupus,  rheumatoid  arthritis, 
scleroderma,  and  Sjogren's  syndrome  mostly  affect  women.  Athletes,  others  involved 
in  sports,  those  who  fly  our  space  missions,  and  those  who  suffer  from  severe  mus- 
culoskeletal disabilities  also  benefit  from  this  research.  The  Institute  is  concerned 
as  well  with  people  afDicted  with  several  rare  diseases,  such  as  the  brittle  bone  dis- 
ease, osteogenesis  imperfecta,  and  the  tragic  blistering  skin  disease,  epidermolysis 
bullosa. 

The  breadth  and  diversity  of  the  Institute's  mandates  are  matched  by  the  great 
frequency  with  which  the  diseases  strike.  One  or  more  of  these  conditions  will  affect 
every  American  at  some  point  in  their  lives.  One  of  two  Americans  will  have  arthri- 
tis by  age  65.  One  of  two  women  over  50  will  break  one  or  more  bones  because  of 
osteoporosis.  Four  of  five  persons  will  suffer  a  back  disorder  at  some  point.  Diverse 
forms  of  trauma  to  the  musculoskeletal  system,  such  as  broken  bones,  are  among 
the  most  common  and  expensive  disorders  in  the  Nation.  In  addition,  one  of  three 
Americans  will,  each  year,  have  a  skin  condition  that  requires  the  attention  of  a 
physician. 

"The  total  annual  price  tag  for  these  diseases  is  well  over  $100  billion.  The  bur- 
dens they  impose  are  heavy  as  evidenced  by  Social  Security  disability  data.  More 
than  40  professional  and  voluntary  organizations  are  interested  in  NIAMS'  pro- 
grams. As  Chairman  of  the  National  Advisory  Board  for  Arthritis  and  Musculo- 
skeletal and  Skin  Diseases,  I  have  had  a  chance  to  contribute  in  an  advisory  capac- 
ity to  the  Federal  effort  to  combat  these  terrible  disorders — an  effort  that  constitutes 
a  very  big  order  for  NIAMS,  one  of  the  smallest  Institutes  at  NIH  in  both  its  budget 
and  its  staff. 

I  would  like  to  mention  some  examples  of  research  progress  in  genetics  and  molec- 
ular and  cell  biology  that  have  an  impact  on  these  diseases. 

A  recent  breakthrough  has  linked  osteoporosis  to  a  gene  that  influences  how 
dense  an  individual's  bones  become  by  early  adulthood  and,  thus,  how  susceptible 
one  will  be  to  osteoporosis.  This  discovery  could  lead  to  a  test  for  children  to  identify 
those  likely  to  develop  osteoporosis  and  signal  the  importance  of  maximizing  their 
bone  density  during  adolescence  and  young  adulthood. 

Through  genetic  engineering,  researchers  have  developed  a  new  animal  model  for 
osteoporosis,  in  which  a  chemical  messenger  called  interleukin-4  causes  a  marked 
decrease  in  bone  mass  and  an  increase  in  bone  fragility. 

In  spinal  arthritis,  the  human  leukocyte  antigen-B27  gene  is  found  in  more  than 
90  percent  of  patients.  Studies  on  this  gene  in  an  animal  model  have  established 
that  genetic  susceptibility  and  an  infectious  agent  together  are  responsible  for  the 
spinal  arthritis.  Future  research  may  make  it  possmle  to  identify  the  infectious 
agent  and  block  the  link  between  it  and  the  disease-causing  gene. 

Exciting  new  research  indicates  that  systemic  lupus  erythematosus  may  involve 
gene-caused  defects  in  the  process  by  which  the  body  eliminates  cells  that  react 
against  the  body's  own  tissue,  causing  autoimmune  disease.  This  research  may  lead 
to  new,  targeted  treatments  for  lupus. 

Research  has  yielded  compelling  evidence  for  the  structural  importance  of 
keratins  and  type  VII  collagen  in  the  molecular  architecture  of  the  skin.  Defects  in 
genes  for  these  proteins  cause  painful  and  sometimes  life-threatening  forms  of  the 
blistering  diseases  known  as  epidermolysis  bullosa.  The  studies  have  advanced  our 
understanding  of  these  and  other  scaling  skin  diseases,  including  epidermol5i;ic 
hyperkeratosis  and  psoriasis,  and  may  lead  to  the  development  of  therapies. 

Using  x-ray  crystallography,  investigators  have  determined  the  precise  3-dimen- 
sional  arrangement  of  individual  atoms  for  the  active  portion  of  myosin,  the  molecu- 
lar motor  without  which  we  could  neither  move  nor  breathe.  By  visualizing  the  mo- 
lecular structures  in  muscle  where  force  is  generated,  researchers  can  study  the  cy- 
clical myosin-actin  interaction  that  causes  muscles  to  contract  and  move.  Such  stud- 
ies help  us  understand  disorders  of  the  musculoskeletal  system. 

Progress  in  unraveling  the  complexities  of  rheumatic  diseases  in  children  is  begin- 
ning to  emerge  from  genetic  and  other  studies.  Using  polymerase  chain  reaction,  sci- 
entists have  discovered  that  pauciarticular  juvenile  arthritis,  a  relatively  benign 
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form  of  the  disease,  is  genetically  different  from  polyarticular  juvenile  arthritis, 
which  causes  greater  joint  damage  and  can  be  more  disabling.  This  information  may 
enable  clinicians  to  identify,  before  joint  damage  occurs,  which  children  have  the 
more  severe  form.  A  recent  NlAMS-supported  scientific  workshop  reviewed  other  ex- 
citing new  basic  and  clinical  studies  in  childhood  rheumatic  diseases. 

Recent  clinical  research  in  rheumatoid  arthritis  has  shown  that  minocycline,  an 
antibiotic  of  the  tetracycline  family,  can  block  the  action  of  enzymes  that  play  a  role 
in  bone  and  cartilage  destruction.  Also,  clinical  studies  on  the  treatment  of  osteo- 
arthritis have  determined  that  doxycycline,  an  antibiotic  of  the  same  family,  pre- 
vents or  attenuates  the  development  of  the  disease  in  an  animal  model  of  osteo- 
arthritis. The  drug  appears  to  inhibit  the  formation  of  coUagenase,  an  enzyme  that 
degrades  collagen,  a  major  component  of  cartilage. 

I  covdd  go  on  with  many  more  examples,  but  time  does  not  allow.  Before  present- 
ing the  Advisory  Board's  specific  recommendations,  I  want  to  reiterate  concern 
about  the  budget  of  this  very  small  Institute  and  the  serious  problem  of  staff  size. 
Since  its  inception  in  1986,  the  Institute's  budget  constitutes  only  2.2  percent  of  the 
NIH  budget  as  a  whole,  and  its  staff  is  only  1.4  percent  of  the  NIH  work  force  in 
terms  of  FTE's  (full-time  employees). 

The  specific  recommendations  of  the  National  Advisory  Board  for  Arthritis  and 
Musculoskeletal  and  Skin  Diseases  are  as  follows: 

Given  the  many  diseases  within  NIAMS'  mission  and  the  wide  spectrum  of  suffer- 
ing and  disability  resulting  from  them,  the  Board  recommends  a  budget  for  the  In- 
stitute of  no  less  than  $265  million.  This  amount  would  bring  the  Institute's  budget 
level  proportionately  closer  to  parity  with  the  NIH  overall  budget. 

The  Board  recognizes  the  importance  of  connective  tissue  biology  and  its  many  as- 
pects and  applications,  and  recommends  that  increased  funding  be  directed  to  re- 
search in  this  area. 

Because  of  the  potential  for  significant  breakthroughs  in  the  areas  of  genetics  and 
molecular  and  cell  biology,  the  Board  strongly  urges  increased  funding  for  this  basic 
research. 

Data  indicate  a  strong  correlation  between  the  length  of  postdoctoral  research 
training  and  subsequent  success  in  applying  for  independent  research  support.  The 
Board  recommends  an  expansion  of  both  research  training  and  the  critical  mecha- 
nism of  research  career  awards,  the  vital  midlevel  bridge  between  postgraduate  edu- 
cation and  investigative  medicine. 

Trained  clinical  investigators  are  needed  to  move  the  results  of  basic  research  and 
biotechnology  to  the  clinical  arena  through  clinical  investigations  and  trials.  The 
Board  strongly  recommends  that  additional  emphasis,  staffing,  and  fiinding  be  di- 
rected toward  both  training  clinical  investigators  and  supporting  clinical  investiga- 
tions and  clinical  trials  needed  to  develop  new  treatments  for  rheumatic,  musculo- 
skeletal, bone,  and  skin  diseases.  Contracts  are  usually  the  most  efficacious  mecha- 
nism for  carrying  out  multicenter  clinical  trials.  NIAMS  funding  for  contracts  is  con- 
siderably below  the  NIH  average.  The  Board  recommends  increased  funding  for  con- 
tracts to  support  clinical  research. 

The  Institute  has  developed  excellent  plans  to  establish  an  intramural  Laboratory 
of  Connective  Tissue  Biology  for  research  on  bone  and  cartilage  and  in  orthopaedics, 
areas  of  significant  importance  to  women's  health.  The  Board  recommends  that 
NIAMS  receive  funds  and  positions  to  support  this  addition  to  its  fine  intramural 
program. 

The  Board  recommends  that  additional  resources  be  provided  for  epidemiologic  re- 
search, with  specific  emphasis  on  lupus,  osteoporosis  and  associated  fractures, 
sports  injuries  in  youth,  and  skin  diseases. 

The  Board  commends  NIAMS  for  fiinding  the  full  complement  of  six  Skin  Dis- 
eases Research  Core  Centers  and  the  first  two  Specialized  Centers  of  Research  in 
systemic  lupus  erythematosus,  and  for  awarding  an  exploratory  research  center 
grant  to  develop  a  multidisciplinary  research  program  in  rheumatic  diseases  in  chil- 
dren. The  Board  recommends  the  funding  of  additional  research  centers  in  other  im- 
portant disease  areas  such  as  wound  healing,  bone  repair,  spinal  arthritis,  and  low 
back  pain. 

Thank  you  for  this  opportunity  to  testify  on  behalf  of  the  National  Advisory  Board 
for  Arthritis  and  Musculoskeletal  and  Skin  Diseases.  We  are  very  appreciative  of 
your  support,  which  is  essential  to  the  Nation's  efforts  to  understand,  prevent,  and 
treat  these  crippling  and  painful  diseases. 
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STATEMENT  OF  PAUL  KATZ,  ON  BEHALF  OF  THE  AMERICAN  COLLEGF. 
OF  RHEUMATOLOGY 

Senator  Harkin.  Dr.  Paul  Katz  representing  the  American  Col- 
lege of  Rheumatology. 

Dr.  Katz.  Thank  you,  Mr.  Chairman.  I  am  appearing  on  behalf 
of  my  colleagues  in  the  American  College  of  Rheumatology  on  be- 
half of  increased  funding  for  the  National  Institute  of  Arthritis  and 
Musculoskeletal  and  Skin  Diseases. 

The  American  College  of  Rheumatology  is  the  largest  society  of 
physicians,  scientists,  and  health  care  professionals  involved  in  pa- 
tient care,  education,  and  research  in  arthritis  and  allied  condi- 
tions. 

Regrettably,  I  think  that  we  suffer  from  two  misconceptions  re- 
garding the  diseases  that  we  are  involved  in,  and  I  am  going  to  try 
to  at  least  provide  two  examples  of  how  we  might  dissuade  some 
of  those  misconceptions. 

One  of  the  misconceptions  is  that  these  are  a  group  of  diseases 
which  affect  only  the  elderly.  And  while  certainly  a  substantial  por- 
tion of  our  older  population  are  afflicted  with  these  illnesses,  there 
are  a  number  of  these  have  a  predilection  for  younger  members  of 
our  population. 

And  the  second  is  that  these  diseases  are  really  nothing  more 
nuisances  and  nagging  aches  and  pains,  rather  than  diseases  which 
may  have  substantial  morbidity  and  morality. 

There  are  two  examples  that  I  would  like  to  give.  One  is  rheu- 
matoid arthritis.  This  is  a  disease  which  affects  over  two  million 
of  our  population,  roughly  one  in  a  hundred  individuals. 

It  generally  affects  individuals  in  the  prime  of  life,  between  the 
ages  of  25  and  50,  and  affects  three  times  more  men  than  women. 

NIAMS  has  made  some  substantial  progress  in  the  theory  of 
rheumatoid  arthritis,  which  results  in  over  two  million  lost  work- 
days per  year. 

It  is  clear  now  that  early  and  aggressive  treatment  of  this  dis- 
ease in  the  first  2  years  of  its  onset  can  have  a  substantial  impact 
on  lessening  the  morbidity  and,  in  some  instances,  the  mortality 
associated  with  rheumatoid  arthritis. 

The  second  is  lupus,  which  is  a  disease  which  also  affects  individ- 
uals in  the  prime  of  life.  It  affects  women  nine  times  more  fre- 
quently than  men  and  African-Americans  three  times  more  fre- 
quently than  white  Americans. 

It  is  clear  now  that  aggressive  therapy  of  the  kidney  disease 
which  often  accompanies  this  illness  can  result  in  savings  of  $93 
million  per  year.  So  it  is  clear  that  we  can  avoid  the  often  very  ex- 
pensive dialysis  and  unfortunately  sometimes  the  mortality  that 
accompanies  lupus. 

Like  Dr.  Friedlaender,  the  American  College  of  Rheumatology  is 
concerned  that  NIAMS  now  only  receives  a  little  over  2  percent  of 
the  total  NIH  budget. 

In  fiscal  year  1993,  we  were  able  to  support  21  percent  of  ap- 
proved grants  as  compared  to  25  percent  for  the  whole  NIH,  and 
this  year  we  predict  that  our  funding  rate  will  drop  even  further 
to  only  around  19  percent  of  approved  grants. 
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PREPARED  STATEMENT 

It  is  our  belief  that  increased  funding  for  NIAMS,  as  well  as 
other  NIH  institutes,  will  ultimately  reduce  health  care  costs  by 
providing  us  with  advances  which  will  ultimately  impact  on  the 
health  of  our  people.  We,  therefore,  urge  you  and  your  colleagues 
to  approved  in  NIAMS  funding  $250  million  for  fiscal  year  1995. 
Thank  you. 

Senator  Harkin.  Thank  you  very  much,  Dr.  Katz. 

[The  statement  follows:] 

Statement  of  Paul  Katz,  M.D. 

The  potential  to  reform  our  nation's  health  delivery  system  has  captured  the  at- 
tention of  both  the  public  and  Members  of  Congress  in  a  way  that  no  other  issue 
in  recent  memory  has  done.  Individuals  have  been  rightly  concerned  about  how  re- 
form may  affect  their  access  to  high  quality  hearth  care  services.  But  the  underpin- 
ning of  tiie  hearth  care  services  individuals  receive — biomedical  research  and  train- 
ing— deserves  at  least  as  much  consideration.  Virtually  all  of  our  most  critical  ad- 
vances in  health  care  treatment  and  delivery  have  been  made  possible  as  the  result 
of  the  conduct  of  biomedical  research.  The  National  Institutes  of  Health  (NIH)  pro- 
vides a  vast  store  of  on-going  scientific  knowledge  and  p-actical  medical  applications 
that  is  unparalleled  anjrwhere  else  in  the  world. 

The  ACR  is  the  professional  organization  of  rheumatologists.  It  includes  practic- 
ing physicians  and  research  scientists  who  are  dedicated  to  preventing  disability, 
healing  and  eventually  curing  more  than  100  t3rpes  of  arthritis  and  related  disabling 
and  sometimes  fatal  disorders  of  the  joints,  muscles,  and  bones.  As  physicians  in- 
volved both  in  research  and  in  patient  care,  rheumatologists  are  keenly  aware  that 
we  must  not  forget  this  important  piece  of  the  health  care  system  equation:  support 
of  NIH-sponsored  biomedical  research. 

The  discoveries  now  being  made  in  NIH-supported  laboratories  across  the  country 
contribute  significantly  to  reducing  hearth  care  delivery  costs  and  improving  the 
quality  of  care  provided  to  our  nation's  citizens.  Nowhere  is  this  seen  more  clearly 
tnan  in  the  field  of  research  on  diseases  of  the  joints,  muscles,  bones  and  skin,  to 
which  the  National  Institute  of  Arthritis  and — Musculoskeletal  and  Skin  diseases 
(NIAMS),  within  NIH,  is  dedicated. 

Advances  in  arthritis  research  make  access  to  optimal  care  possible: 

Based  on  research  conducted  just  last  year,  doctors  have  learned  that  aggressive 
drug  therapy  for  rheumatoid  arthritis  (RA)  is  more  effective  when  introduced  early 
in  the  course  of  an  individual's  disease.  Rheumatoid  arthritis,  which  affects  more 
than  two  million  Americans,  is  a  chronic  disease  that  causes  pain,  swelling  and  loss 
of  function  in  the  joints  and  inflammation  in  other  organs.  RA  often  attacks  people 
in  the  very  prime  of  life — ^between  ages  20  and  45  (in  comparison  to  the  other  major 
form  of  arthritis,  osteoarthritis,  which  affects  primarily  older  people).  It  affects 
women  more  frequently  than  men.  Treatment  starting  with  aspirin  and  non- 
steroidal anti-inflammatory  drugs  has  been  the  traditional  approach  for  manage- 
ment of  RA  for  many  years,  with  "second-line  treatments"  (potent  anti-rheumatic 
drugs)  reserved  for  those  patients  whose  RA  does  not  respond  to  the  more  conserv- 
ative regimen.  However,  this  new  research  showed  that  51  percent  of  people  who 
had  RA  for  less  than  2  years  showed  major  improvement  on  aggressive  therapy, 
while  the  percentage  showing  such  improvement  dropped  to  29  percent  for  people 
in  the  5th  to  10th  year  of  the  disease.  This  important  research  sends  a  clear  mes- 
sage that  people  with  RA  need  to  see  their  doctors  early  in  their  disease  so  that 
potent  medicines  can  be  prescribed.  With  such  early  intervention,  improvements  in 
quality  of  life  and  reduction  in  costs  associated  with  lost  work  days  and/or  avoidable 
hospitalizations  can  be  achieved.  Currently,  more  than  two  million  work  days  are 
being  lost  each  year  due  to  this  disease. 

Basic  research  has  direct  implications  for  finding  new  approaches  to  treatment 
and  prevention  of  disease  as  well:  For  example,  just  within  the  last  year  researchers 
have  succeeded  in  hindering  arthritis  inflammation  in  the  knee  joints  of  rabbits,  by 
genetically  modifying  the  cells  that  line  these  joints.  Arthritis  inflammation  is  often 
extremely  painfiJ,  and  can  be  severely  disabling  as  the  result  of  damage  to  the 
joints.  These  results  in  animals  provide  strong  basis  for  real  optimism  that  genetic 
therapy  might  one  day  be  available  to  combat  arthritis. 

Population-based  research  also  plays  a  role,  augmenting  research  aimed  at  under- 
standing disease  processes,  by  contributing  to  practical  efforts  to  tailor  health  care 
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services  to  the  specific  needs  of  individuals.  Osteoarthritis,  the  most  common  form 
of  arthritis,  affects  16  milUon  Americans,  and  currently  accounts  for  68  million  lost 
work  days  per  year.  Recent  research  has  showed  that  people  working  in  jobs  that 
require  repeated  knee-bending,  climbing  or  heavy  lifting  have  a  higher  risk  of  devel- 
oping osteoarthritis  of  the  knee  than  those  whose  jobs  do  not  entail  these  activities. 
The  jobs  most  frequently  reported  to  involve  the  activities  are  nursing,  teaching, 
construction  work  and  electrical  maintenance.  Knowing  that  one's  occupation  carries 
an  increased  risk  of  development  of  the  disease  can  be  useful  to  individuals,  so  that 
they  can  pay  additional  attention  to  reducing  other  risk  factors  (such  as  obesity)  and 
can  be  cognizant  of  the  potential  need  to  seek  medical  attention  for  joint  disease. 
Results  of  arthritis  research  contribute  to  the  goal  of  containing  health-care  costs: 
The  ability  to  provide  cost-effective  health  care  is  also  contingent  on  the  results 
of  research.  For  certain  diseases,  our  ability  to  limit  health  care  costs  and/or  achieve 
affirmative  cost-savings  has  been  very  successful.  One  example  relates  to 
osteoporosis,  the  disease  of  reduced  bone  mass  that  affects  about  25  million  people 
in  this  country,  primarily  women.  Research  has  proved  that  bone  density  screening 
and  hormone  replacement  therapy  for  women  at  risk  could  save  hundreds  of  mil- 
lions of  dollars  in  health  care  costs.  More  recently,  a  study  has  revealed  that  more 
attention  should  be  focused  on  detection  and  treatment  of  a  single  fractured  verte- 
bra caused  by  osteoporosis.  People  are  often  not  disabled  by  a  single  vertebral  frac- 
ture, and  the  fracture  may  be  dismissed  as  part  of  the  aging  process.  Because  a  sin- 
gle vertebral  fracture  doubles  or  triples  the  risk  of  a  second  fracture,  however,  this 
research  showed  that  people  who  have  experienced  a  single  fracture  should  undergo 
aggressive  osteoporosis  prevention  therapy.  Based  on  this  finding,  patients  can  now 
have  a  second  chance  to  prevent  disability  associated  with  a  subsequent  fracture, 
and  the  cost-savings  associated  with  this  tjrpe  of  prevention  strategy  can  be  reaped. 
Recent  research  has  also  proved  that  an  expensive  test  for  side  effects  in  rheu- 
matoid arthritis  patients  taking  methotrexate-— a  potent  anti-rheumatic  drug — may 
be  needed  less  often  than  previously  thought.  Methotrexate  may  cause  liver  damage 
in  some  people,  particularly  those  who  have  been  taking  the  drug  for  several  years. 
In  the  past,  liver  biopsies  were  recommended  for  people  taking  methotrexate  as  fre- 
quently as  every  two  or  three  years.  However,  this  new  research  has  proved  that 
such  frequent  biopsies  are  not  cost-effective,  particularly  when  both  the  cost  of  the 
procedure,  itself,  and  the  possibility  of  complications  from  the  procedure  (and  their 
associated  costs)  are  taken  into  account.  The  research  showed  that  even  after  five 
years  on  methotrexate,  liver  biopsy  is  not  needed  for  most  RA  patients,  because  the 
risk  of  complications  was  found  to  be  as  great  or  greater  than  the  likelihood  of  de- 
tecting clinically  serious  liver  disease.  Regular  monitoring  of  liver  function  for 
methotrexate  patients  should  be  done  through  a  simple  blood  test  to  cost-effectively 
identify  individuals  having  abnormal  liver  function,  on  whom  a  biopsy  should  be 
performed. 

The  new  research  opportunities  that  lie  ahead  provide  the  foundation  of  our  hope 
for  continued  improvements  in  quality  of  life  for  people  with  arthritis  and  related 
diseases  and  further  reductions  in  health  care  costs  in  the  future.  The  number  of 
research  opportunities  that  are  available  within  the  province  of  the  NIAMS  is  ex- 
tremely high,  due  in  no  small  part  to  the  institute's  unusually  extensive  research 
mandate-covering  research,  training,  and  information  dissemination  relating  to  the 
diseases  and  normal  function  of  all  the  human  body's  fundamental  structures  (the 
skeleton,  muscles,  joints  and  skin). 
Opportunities  for  arthritis  research  represent  the  hope  for  tomorrow: 
Leaders  in  the  arthritis  research  community  have  developed  a  compilation  of  the 
most  important  Clinical  Applications  of  Basic  Research  in  an  attempt  to  elucidate 
some  of  the  key  examples  of  basic  research  activities  within  the  purview  of  the 
NIAMS  that  will  have  major  applications  for  patient  care  in  the  future.  For  exam- 
ple, in  the  area  of  cellular  and  molecular  biology,  some  especially  timely  opportuni- 
ties exist;  Recent  discoveries  have  helped  to  identify  cjrtokines  (substances  that 
relay  messages  among  the  cells  of  the  immune  system)  and  other  naturally  occur- 
ring molecules  known  as  cytokine  inhibitors,  which  block  the  transfer  of  messages. 
Studies  in  animals  indicate  that  the  cytokine  inhibitors  can  be  used  as  powerful 
anti-inflammatory  agents  with  the  potential  to  benefit  patients  with  rheumatoid  ar- 
thritis and  other  connective  tissue  diseases.  Additional  studies  are  needed  to  exam- 
ine the  usefulness  of  cytokine  blockers  as  therapeutic  agents.  Research  in  structural 
biology  has  defined  key  molecules,  known  as  tne  major  histocompatibility  complex 
(MHC)  molecules,  which  are  critical  to  the  initiation  of  a  normal  immune  response, 
as  well  as  an  abnormal  autoimmune  response — in  which  the  body  reacts  against  its 
own  tissue.  The  new  understanding  of  the  shape,  size,  and  function  of  these  mol- 
ecules has  opened  up  the  possibility  that  small  substances  might  be  able  to  be  used 
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to  block  the  initiation  of  the  autoimmune  response  which  occurs  in  rheumatoid  ar- 
thritis, Reiter's  s3mdrome,  lupus,  and  other  connective  tissue  diseases. 

In  light  of  the  numerous  areas  of  research  opportunity  related  to  improving  ar- 
thritis treatment  and  management,  as  well  as  tne  potential  to  reduce  health-care 
costs  associated  with  these  disabling  diseases,  federal  support  for  arthritis  research 
at  the  NIAMS  should  be  increased.  Unfortunately,  we  fear  that  these  benefits  have 
not  been  fully  recognized  in  the  past  funding  decisions  for  the  institute.  Even 
though  the  diseases  falling  within  institute's  mandate  affect  many  millions  of  Amer- 
icans, and  the  costs  of  these  diseases  are  great,  the  NIAMS  now  receives  only  2.2 
percent  of  the  total  NIH  budget.  It  has  been  estimated  that  the  NIAMS  will  be  able 
to  support  only  21  percent  of  its  approved  grants  in  fiscal  year  93,  compared  with 
25  percent,  on  average,  for  all  of  NIH.  Based  on  the  appropriation  provided  for  fiscal 
year  1994,  the  institute  predicts  that  its  funding  rate  will  drop  even  further,  to 
around  19  percent  of  approved  grants.  We  urge  Congress  to  provide  a  fiscal  year 
1995  appropriation  of  about  $250  million  for  NIAMS.  This  recommendation  does  not 
represent  the  level  of  funds  needed  to  support  the  optimal  amount  of  research  under 
NIAMS  purview,  but  is  instead  one  step  toward  an  ultimate  goal  of  increasing  the 
NIAMS'  budget  more  substantially,  consistent  with  actual  research  needs. 

RECOMMENDATIONS 

As  physicians  involved  in  both  research  and  specialized  patient  care,  ACR  mem- 
bers are  acutely  aware  of  the  magnitude  of  the  challenges  that  disease  and  disabil- 
ity place  on  the  health  care  deliveiy  system.  However,  we — and  all  health  care  pro- 
viders and  consumers — also  know  that  biomedical  research  represents  the  best  hope 
for  addressing  these  challenges.  Increasing  our  federal  support  for  the  NIH,  to  the 
level  recommended  by  the  Ad  Hoc  Group  for  Medical  Research  Funding  ($11.95  bil- 
lion), and  increasing  the  NIAMS  appropriation  to  about  $250  million,  are  important 
steps  that  the  members  of  the  subcommittee  can  take  to  support  the  research  un- 
derpinning on  which  optimal,  cost-effective  health  care  must  be  based.  With  more 
federal  support  of  arthritis  research,  we  can  anticipate  important  advances  in  care 
and  treatment,  and  we  can  also  expect  to  win  health  care  cost-savings. 

STATEMENT  OF  GERALD  KRUEGER,  ON  BEHALF  OF  THE  AMERICAN 
ACADEMY  OF  DERMATOLOGY 

Senator  KLarkin.  Dr.  Gerald  Krueger,  American  Academy  of  Der- 
matology. 

Dr.  Krueger.  Thank  you,  Mr.  Chairman.  I  am  Gerald  Krueger, 
professor  of  medicine,  Division  of  Dermatology,  Department  of 
Medicine,  University  of  Utah.  Before  I  begin,  I  would  like  to  apolo- 
gize for  Blanche  Wine  of  the  National  Psoriasis  Foundation.  The 
weather  has  precluded  her  from  being  here  today. 

I  appear  as  the  chairman  of  the  American  Academy  of  Dermatol- 
ogy's Council  on  Research.  The  American  Academy  of  Dermatology 
has  more  than  9,000  members. 

The  American  Academy  of  Dermatology  endorses  the  budget  re- 
quest of  the  NIAMS  coalition  umbrella  group  of  voluntary  health 
organizations  dedicated  to  eradicating  diseases  of  the  skin,  muscle, 
and  bone. 

As  you  know,  NIAMS  has  been  seriously  unfunded  since  its  in- 
ception in  1986.  For  1992,  the  last  year  which  success  rates  have 
been  published,  the  NIAMS  funding  rate  is  considerably  below,  as 
you  have  already  heard,  the  average  of  NIH  funding  across  the 
board. 

It  has  affected  our  institution.  I  encourage  all  of  my  colleagues, 
whenever  possible,  get  your  grants  out  of  NIAMS.  Get  them  some- 
place else. 

I  currently  am  principal  investigator  on  two  proposals,  both  of 
which  are  not  funded  by  NIAMS. 

We  feel  that  the  NIAMS  success  rate  must  be  brought  into  parity 
with  other  institutes.  To  this  end,  the  NIAMS  coalition  requests 
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$250  million  for  fiscal  1995.  We  realize  this  is  an  11-percent  in- 
crease; however,  there  is  a  problem  of  parity.  We  need  some  help. 

The  American  Academy  of  Dermatology  would  like  to  express  its 
deep  appreciation  to  this  subcommittee  for  its  vision  in  establishing 
and  funding  skin  disease  research  centers. 

Last  year,  two  additional  centers  were  funded.  Recently  I  chaired 
these  proposals.  Six  were  judged  to  be  outstanding;  only  four  will 
be  funded. 

Another  point  relates  to  the  prevention  and  early  diagnosis  of 
skin  cancer.  The  American  Academy  of  Dermatology  estimates  that 
over  700,000  Americans  will  be  diagnosed  with  basal  or  squamous 
cell  carcinoma  in  1994,  and  an  additional  32,000  with  malignant 
melanoma. 

Each  year,  members  of  the  American  Academy  of  Dermatolo^ 
conduct  free  skin  cancer  screenings  and  provide  educational  activi- 
ties to  commemorate  National  Skin  Cancer  Detection  and  Preven- 
tion Month. 

Last  year  and  in  years  precedent  to  that,  we  have  found  approxi- 
mately 7,100  cases  of  confirmed  melanoma.  We  wish  to  thank  you 
and  Senator  Hatfield  for  your  efforts  to  insure  the  $1.3  million  in 
funding  to  be  made  available  to  the  CDC  for  skin  prevention  this 
year. 

Senator  Harkin  and  other  committee  members,  I  appreciate  your 
attention  and  the  opportunity  you  have  given  us.  For  fiscal  1995 
please  do  your  utmost  to  insure  parity  for  the  National  Institute 
of  Arthritis  and  Musculoskeletal  Disease  with  an  appropriation  of 
$250  million.  I  would  be  honored  to  answer  any  questions. 

Senator  Harkin.  What  is  the  most  effective  way  for  preventing 
skin  cancer? 

Dr.  Krueger.  Have  deep  color. 

Senator  Harkin.  Thanks  a  lot. 

Dr.  Krueger.  And  sun  screen. 

Senator  Harkin.  I'm  sorry.  I  did  not  mean  to  interrupt  the  proc- 
ess. I  usually  wait  to  the  end,  but  now  that  it  is  on  my  mind,  what 
is  this  latest  I  read  that  sun  screens  really  don't  block  out  the  rays 
that  cause  skin  cancer.  They  keep  you  from  getting  sunburned. 

Dr.  Krueger.  They  keep  you  from  getting  sunburned,  that  is 
true.  The  argument — there  are  a  couple  of  arguments  that  have 
come  up. 

PREPARED  statement 

One  is  that  while  they  keep  you  from  getting  sunburned,  that 
particular  phenomenon  of  getting  sunburned  gets  most  people  out, 
but  now  they  can  stay  out  longer  and  so  they  can  get  an  accumu- 
lated dosage  of  ultraviolet  light,  which  might  still  make  you  more 
susceptible  to  skin  cancer. 

The  answer  is  not  known,  in  truth.  It  is  a  hypothetical,  and  there 
have  been  some  mouse  experiments  that  add  grist  to  that  mill. 

Senator  Harkin.  All  right.  Thank  you. 

[The  statement  follows:] 

Statement  of  Dr.  Gerald  Krueger 

I  appreciate  the  opportunity  again  to  speak  with  you  and  the  members  of  your 
subcommittee.  I  am  G«rald  Krueger,  Professor  of  Medicine,  Division  of  Dermatology, 
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Department  of  Internal  Medicine,  University  of  Utah  School  of  Medicine  in  Salt  lake 
City.  Today,  I  appear  as  the  Chairman  of  the  American  Academy  of  Dermatology's 
Council  on  Research. 

My  colleagues  and  our  patients  thank  the  members  of  your  entire  committee  and 
all  other  members  of  both  bodies  for  their  continued  support  of  the  National  Insti- 
tutes of  Health  (NIH),  specifically  the  National  Institute  for  Arthritis  and  Musculo- 
skeletal and  Skin  Diseases  (NIAMS)  and  the  National  Institute  of  Environmental 
Health  Sciences  (NIEHS),  and  the  Centers  for  Disease  Control  and  Prevention 
(CDC).  We  are  fateful  to  the  Subcommittee  for  the  increases  that  the  important 
programs  in  our  area  received  in  fiscal  year  1994,  despite  a  dangerously  inadequate 
budget  request,  and  we  are  extremely  pleased  with  the  increase  in  the  Skin  Dis- 
eases Research  Center  Program  and  the  initiation  of  the  CDC's  Skin  Cancer  Initia- 
tive. Although  we  sympathize  with  the  fiscal  problems  you  face,  we  are  extremely 
(isturbed  about  current  funding  levels. 

The  American  Academy  of  Dermatology  endorses  the  budget  request  of  the 
NIAMS  Coalition,  an  umbrella  group  of  voluntary  health  organizations  dedicated  to 
eradicating  diseases  of  the  skin,  muscles,  and  bone.  Many  of  these  diseases  are 
chronic,  affecting  millions  of  Americans  each  year  and  costing  our  economy  billions 
of  dollars.  In  fact,  many  of  these  diseases  such  as  lupus,  osteoporosis  and 
scleroderma  disproportionately  effect  women,  minorities,  the  elderly,  and  children. 

NIAMS  has  been  seriously  underfunded  since  its  inception  in  1986.  For  1992,  the 
last  year  for  which  success  rates  have  been  published,  the  NIAMS  funding  rate  was 
17.5  percent  compared  to  the  average  NIH  funding  rate  of  over  29  percent.  Our  pro- 
gram in  Utah  is  small  in  comparison  with  many  others — we  have  eight  fuUtime  fac- 
ulty in  our  dermatology  unit,  four  dermatology  residents,  and  two  post-doctoral  re- 
search fellows.  We  have  had,  and  continue  to  have,  a  strong  research  program.  De- 
spite our  successes  in  obtaining  peer-reviewed  research  support  from  the  NIH  as 
well  as  the  Veterans  Administration,  we  have  been  forced  to  seek  sources  for  supple- 
mental funding.  The  funding  situation  is  so  acute  at  NIAMS,  many  of  my  colleagues 
have  tailored  their  grant  proposals  to  other  institutes  in  order  to  improve  their 
chances  for  funding. 

The  NIAMS  success  rate  must  be  brought  into  parity  with  the  other  Institutes. 
To  this  end,  the  NIAMS  Coalition  requests  $250  million  for  NIAMS  in  fiscal  year 
1995,  an  increase  of  over  11  percent.  I  know  you  appreciate  the  problem.  Please  help 
us. 

I  urge  you  to  consider  this  request  not  solely  in  terms  of  budgetary  fairness,  but 
also  appreciating  what  inadequate  funding  really  represents — the  inability  of 
NIAMS  to  fund  promising  new  research  and  the  inability  of  60  million  Americans 
with  skin  diseases  to  lead  productive  Uves  free  of  pain  and  suffering.  Lack  of  funds 
has  delayed  research  initiatives  into  the  cases,  treatments  and  potential  cures  of  a 
number  of  skin  diseases.  For  example:  efforts  to  develop  a  new  animal  model  for 
scleroderma  have  been  approved  but  unfunded;  basic  research  on  collagen  genes, 
which  could  unlock  the  mysteries  of  scleroderma  and  other  connective  tissue  dis- 
eases, is  lying  on  the  table;  research  into  the  immune  mechanisms  in  vitihgo  and 
alopecia  areata  remains  without  money;  and  an  analysis  of  the  molecular  genetics 
in  ichthyosis  has  not  been  supported. 

Even  with  these  problems,  research  advances  in  skin  disease  have  occurred.  This 
subcommittee  included  language  in  its  fiscal  year  1994  report  encouraging  NIAMS 
to  enhance  its  research  efforts  to  combat  skin  diseases.  Progress  has  been  made,  al- 
though much  more  must  be  done. 

I  know  you  appreciate  the  ravages  of  Epidermolysis  Bullosa  (EB).  Through  your 
support  dramatic  progress  has  been  made  in  identifying  the  genetic  abnormalities 
in  several  types  of  EB,  affecting  different  layers  of  the  skin  and  researchers  are 
poised  to  take  the  steps  of  prenatal  diagnosis  and  effective  gene  therapy.  Everything 
is  in  place  except  for  the  financial  support. 

As  I  mentioned  before,  the  American  Academy  of  Dermatology  would  like  to  ex- 
press its  deep  appreciation  to  this  subcommittee  for  its  vision  in  establishing  and 
funding  skin  disease  research  centers.  Last  year,  you  provided  funding  for  two  addi- 
tional centers.  So  that  in  1994,  NIAMS  will  fund  six  skin  centers.  These  centers 
have  been  highly  successful  in  terms  of  stimulating  excellent  scientific  research 
areas,  recruiting  new  investigators  to  the  field,  and  providing  seed  money  to  allow 
young  scientists  to  anply  for  larger  funded  projects.  Scientific  work  supported  by  the 
centers  include:  studies  of — anticarcinogens,  wound  healing,  genetic  alterations  in 
squamous  cell  carcinoma,  and  the  effects  of  iiltraviolet  radiation.  Scientists  from  dis- 
ciplines other  than  dermatology  have  benefitted  from  the  establishment  of  these 
centers,  especially:  genetics,  pharmacology,  and  pathology.  This  has  permitted  the 
cross-fertilization  of  ideas  among  disciplines.  Recently,  I  chaired  the  review  of  the 
eight  proposals  submitted  (two  for  renewal  and  six  new)  for  these  centers,  both  new 
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and  renewing.  We  judged  six  of  the  applicants  to  be  outstanding.  Only  four  will  be 
funded. 

Our  specialty  has  taken  the  lead  on  environmental  issues  as  they  effect  human 
health,  specifically  the  skin.  In  October  1992,  the  American  Academy  of  Dermatol- 
ogy held  a  major  conference  in  Washington,  DC  entitled,  the  "National  Conference 
on  Environmental  Hazards  to  the  Skin."  Over  40  scientific  papers  were  presented 
at  this  first  comprehensive  meeting  discussing  effects  of  the  world's  deteriorating 
environment  on  the  skin — our  major  protection  against  potentially  hazardous  exter- 
nal agents. 

Increased  funding  for  NIEHS  will  allow  expanded  work  on  toxins  and  their  effects 
on  man;  will  facilitate  cleanup  operations  at  many  hazardous  waste  sites;  provide 
outreach  activities  to  inform  communities  of  environmental  threats;  and  investigate 
occupational  skin  disease,  including  contact  dermatitis  and  skin  cancer.  Therefore, 
we  support  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research  and  re- 
quest a  9  percent  increase  for  the  NIEHS. 

We  are  not  asking  you  to  spend  money  without  the  potential  of  a  great  return. 
The  members  of  the  American  Academy  of  Dermatology,  like  other  advocates  for 
adequate  funding  for  biomedical  research,  know  that  biomedical  research  not  only 
improves  the  health  of  the  nation,  but  is  cost  effective  as  well.  Critics  of  biomedical 
research  contend  that  new  technologies  and  pharmaceutical  products  borne  of  such 
research  contribute  greatly  to  the  escalation  in  health  care  costs.  We  believe  that 
biomedical  research  is  part  of  solution  to  escalating  health  care  costs,  not  part  of 
the  problem. 

Various  institutes  of  the  NIH  have  conducted  cost  savings  analyses  of  their  re- 
search investments.  I  will  describe  two  of  these.  A  long-term  clinical  trial  designed 
and  conducted  by  NIAMS  and  the  National  Institute  of  Diabetes,  Digestive  and  Kid- 
ney Diseases  demonstrated  that  a  combined  cytotoxic  drug  and  steroid  treatment  for 
a  kidney  manifestation  of  lupus  could  sustain  life-supporting  renal  functions  beyond 
5  years  at  a  significantly  greater  rate  than  steroid  use  alone.  NIH  dedicated  less 
than  $10  million  to  this  research  initiative  and  the  annual  savings  in  reduced  pa- 
tient care  costs  and  wages  lost  are  estimated  to  be  between  $70  and  $90  million. 

Between  1975  and  1991,  NIAMS  allocated  $19.4  million  for  the  development  of 
PUVA,  a  treatment  of  severe  psoriasis  using  a  combination  of  ultraviolet  A  radiation 
and  a  drug  called  psoralen.  NIH  estimates  that  this  development  will  save  between 
$40  and  $60  million  annually  in  reduced  patient  care  costs  and  has  saved  additional 
millions  in  lost  wages  and  productivity. 

The  fourth  and  final  point  I  want  to  discuss  with  you  relates  to  the  prevention 
and  early  diagnosis  of  skin  cancer.  The  American  Academy  of  Dermatology  esti- 
mates that  over  700,000  Americans  will  be  diagnosed  with  basal  or  squamous  cell 
carcinoma  in  1994  and  an  additionEd  32,000  with  malignant  melanoma.  Deaths  at- 
tributed to  melanoma  of  the  skin  have  increased  4  percent  annually  since  1973,  and 
account  for  over  three-quarters  of  the  nearly  9,000  annual  deaths  from  skin  cancer. 
Colleagues  of  mine  at  the  University  of  Utah  were  instrumental  in  localizing  the 
gene  for  malignant  melanoma  on  chromosome  9.  Further  characterization  of  this 
gene  will  have  a  significant  impact  on  the  early  diagnosis  and  treatment  of  this 
'Taller." 

Each  May,  the  members  of  the  American  Academy  of  Dermatology  conduct  free 
skin  cancer  screenings  and  other  educational  activities  to  commemorate  "National 
Skin  Cancer  Detection  and  Prevention  Month."  Across  the  country,  nearly  100,000 
individuals  were  screened  this  year;  bringing  the  total  number  of  individuals 
screened  since  1985  to  657,283.  We  have  found  approximately  7,100  confirmed  cases 
of  melanoma,  50,000  cases  of  basal  cell  carcinoma,  and  7,000  cases  of  squamous  cell 
carcinoma.  Members  of  the  Washington  Dermatological  Society  conducted 
screenings  for  House  and  Senate  employees  last  May.  Alarmingly,  several  cases  of 
malignant  melanoma  and  many  more  cases  of  basal  cell  carcinoma  were  diagnosed 
at  these  screenings.  Despite  all  our  activities,  however,  the  Academy  believes  that 
a  far  greater  effort  must  be  undertaken  to  educate  the  American  people  and  other 
health  professionals  on  the  dangers  of  skin  cancer.  To  this  end,  we  must  sincerely 
thank  Senator  Hatfield  for  his  efforts  to  ensure  $1.3  million  in  funding  be  made 
available  to  the  CDC  for  skin  cancer  prevention  in  this  fiscal  year. 

The  Academy  of  Dermatology  and  all  the  patients  we  represent  urge  this  sub- 
committee to  continue  your  support  for  this  program  and  provide  it  with  $3  million 
in  fiscal  year  1995.  Additional  uinding  in  fiscal  year  1995  is  crucial.  It  will  provide 
the  CDC  with  the  necessary  funding  to  increase  public  knowledge  about  skin  cancer, 
especially  in  children;  increase  health  care  provider  knowledge;  assess  surveillance 
systems,  including  the  extent  and  completeness  of  cancer  registry  and  reporting 
practices  (which  dermatologists  believe  to  be  inadequate);  affect  environmental  pro- 
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tection  policy;  and  establish  consensus  on  skin  cancer  early  detection  and  prevention 
guidelines,  including  school  health  programs. 

Skin  cancer  is  one  of  the  most  easily  prevented  cancers.  Both  the  1992  "National 
Conference  on  Environmental  Hazards  to  the  Skin,"  the  1992  National  Institutes  of 
Health  Consensus  Conference  report  on  the  detection  and  treatment  of  melanoma, 
and  the  U.S.  Preventive  Services  Task  Force  have  advocated  for  the  establishment 
of  a  coordinated  national  program.  If  we  can  educate  our  people,  as  the  Australians 
have,  we  can  save  the  lives  of  thousands  of  individuals  as  well  as  several  hundred 
million  dollars  in  annual  treatment  costs. 

Mr.  Harkin  and  Committee  Members,  I  appreciate  your  attention  and  the  oppor- 
tunity you  have  given  to  us.  For  fiscal  year  1995,  please  do  your  utmost  to  ensure 
parity  for  NIAMS  with  an  appropriation  of  $250  million,  a  9  percent  increase  for 
NIEHS  and  adequate  support  for  skin  cancer  prevention  and  education  by  increas- 
ing the  budget  request  to  $3  million.  I  would  be  honored  to  answer  any  questions. 

STATEMENT  OF  RICHARD  LONG,  COALITION  OF  PATIENT  ADVOCATES 
FOR  MICROBIOLOGY 

Senator  Harkin.  Dr.  Richard  Long  on  behalf  of  the  Coalition  of 
Patient  Advocates  for  Skin  Disease  Research. 

Dr.  Long.  Thank  you,  Mr.  Chairman,  and  I  appreciate  the  oppor- 
tunity for  the  medical  advice.  I  have  two  young  children  and,  of 
course,  we  all  wonder  how  we  are  all  going  to  fare. 

Today,  I  am  representing  the  Coalition  for  Patient  Advocates  for 
Skin  Disease  Research.  It  is  a  coalition  of  14  groups,  national 
groups,  comprised  of  people  who  are  suffering  from  these  diseases. 

We  estimate  that  well  over  60  million  Americans  suffer  from  dis- 
eases that  are  part  of  the  research  aegis  of  the  National  Institute 
for  Arthritis,  Musculoskeletal,  and  Skin  Diseases. 

This  affects  people  in  our  families,  people  we  all  know.  Some  of 
this  is  fairly  mild  stuff,  some  of  it  affects  how  well  they  live  their 
lives  and  how  long  they  actually  live.  The  work  that  NIAMS  does 
is  very  important  and  very  serious. 

I  am  here  today  to  support  the  idea  of  funding  parity  for  this  In- 
stitute, and  it  is  because  they  are  being  effective. 

They  are  bringing  together  research  from  many,  many  different 
areas  and  causing  people  to  think  about  how  new  breakthroughs 
can  occur. 

These  skin  research  centers  are  places  for  that  to  happen.  Many 
of  these  skin  diseases  that  people  are  suffering  from  and  trying  to 
live  with  and  trying  to  manage  are  very  difficult  to  do  so.  The  in- 
formation is  not  there.  They  go  from  doctor  to  doctor,  from  place 
to  place. 

And  it  is  not  going  to  be  directly  funded  research  on  skin  disease 
that  is  going  to  cause  that  breakthrough.  It  is  going  to  be  research 
being  done  between  and  among  all  these  areas  where  we  are  going 
to  have  people  thinking  about  developing  models  that  work  can  be 
done. 

We  should  develop  one  other  thought  around  this  notion  of  par- 
ity, because  money  in  and  of  itself  is  just  a  commodity,  but  it  is 
a  commodity  here  that  impacts  how  people  decide  for  careers,  how 
people  decide  whether  investigations  are  going  to  be  done. 

My  colleague  here  has  just  told  you  that  he  tells  people  not  to 
go  to  NIAMS  to  seek  out  funding.  That  message  is  not  very  subtle. 

That  message  tells  us  that  because  of  the  lack  of  parity  there, 
the  lack  of  opportunity,  people  are  not  investing  the  critical  and 
most  valued  component  of  the  medical  research  community. 


179 

That  is  human  thought.  Without  the  human  thought,  we  do  not 
have  the  research  models.  Without  the  research  models,  it  does  not 
matter. 

I  would  like  to  ask  you  to  work  as  hard  as  you  can,  which  I  know 
you  have  always  done,  and  I  know  with  what  the  House  has  done 
in  the  last  24  hours,  cutting  the  NIH  funding  increase  by  50  per- 
cent, it  is  going  to  make  it  all  that  much  harder. 

PREPARED  STATEMENT 

We  in  the  patient  coalition  and  advocate  groups  are  willing  to 
work  with  you  as  floor  men,  as  committee  men,  whatever  it  is 
going  to  take.  But  that  cap  is  real  and  we  know  it  and  we  want 
to  work  with  you. 

Thank  you. 

Senator  Harkin.  I  appreciate  it  very  much.  Thank  you.  I  was 
just  amazed  by  the  action  of  the  House  Budget  Committee,  also. 

Dr.  Long.  It  was  very  sad  news. 

[The  statement  follows:] 

Statement  of  Dr.  Richard  Long 

Mr.  Chairman  and  members  of  the  Senate  Subcommittee  on  Appropriations  for 
the  Departments  of  Labor,  Health  and  Human  Services,  and  Education,  I  am  Rich- 
ard Long,  representing  the  Coalition  of  Patient  Advocates  for  Skin  Disease  Research 
concerning  the  fiscal  year  1995  appropriations  for  the  National  Institute  of  Arthritis, 
Musculoskeletal,  and  Skin  Diseases  (NIAMS). 

NIAMS  is  a  government  agency  with  a  vital  mission.  It  is  the  center  for  research 
that  directly  impacts  the  lives  of  over  sixty  million  Americans  who  are  afflicted  with 
skin  diseases.  Skin  diseases  are  the  most  common  cause  of  chronic  illness  in  the 
United  States  and  are  one  of  the  leading  causes  of  lost  time  from  work. 

Unfortunately  I,  and  no  doubt  many  of  you,  have  friends  and  family  members  who 
suffer  from  alopecia  areata,  lupus,  scleroderma,  Marfan's  syndrome,  psoriasis, 
epidermolysis  bullosa,  or  other  skin  diseases  that  NIAMS  is  trying  to  find  a  cure 
for.  For  individuals  with  one  of  these  diseases,  it  can  be  a  painful  and  frustrating 
time  waiting  for  a  cure,  or  at  the  very  least,  trying  to  find  a  process  to  manage  their 
care.  All  too  often,  treatment  is  ineffective  because  not  enough  is  known  about  these 
various  diseases.  However,  progress  is  being  made. 

Since  the  establishment  of  NIAMS,  we  have  seen  the  creation  of  three  skin  re- 
search centers  and  funding  for  research  that  has  had  a  significant  effect  on  several 
diseases.  These  centers  allow  for  specific  research  on  particular  diseases,  and  for  the 
sharing  of  information  between  various  research  programs  on  the  function  of  skin 
and  how  diseases  impact  it.  The  creation  of  NIAMS  and  the  funding  of  the  three 
skin  research  centers  are  a  tribute  to  the  Congress  and  its  willingness  to  make  new 
and  important  strides  to  learn  more  about  how  diseases  function  and  how  they  can 
be  cured. 

As  of  this  date,  several  research  programs  that  you  have  provided  the  resources 
for  are  reporting  significant  results.  NIAMS  sponsored  research,  for  example,  on 
Port  Wine  Stain  has  lead  to  an  effective  cure  of  this  disease.  With  the  skillful  use 
of  a  low  powered  laser,  the  visible  part  of  the  disease  can  be  cured.  Just  recently, 
researchers  working  on  the  epidermolysis  bullosa,  a  disease  causing  the  skin  to  blis- 
ter in  painful  and  sometimes  life  threatening  ways,  have  found  that  proteins  in  the 
structure  of  the  skin  significantly  contribute  to  the  cause  of  this  disease.  As  a  result 
of  this  finding,  people  with  this  disease  can  now  seek  new  and  more  effective  treat- 
ments. 

Exciting  advances  have  been  made  in  our  understanding  of  lupus  and 
scleroderma,  two  skin  diseases  which  predominately  affect  women,  and,  in  the  case 
of  lupus,  particularly  women  of  color.  Through  funding  by  NIAMS,  there  has  been 
an  intense  educational  program  targeted  at  black  women.  This  program  should  en- 
courage minority  women  to  be  screened  earlier  for  lupus,  thus  abating  the  severity 
of  the  disease  at  diagnosis  and  reducing  the  economic  cost.  This  advance  alone  will 
save  hundreds  of  lives. 
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On  the  economic  front,  because  of  NIAMS,  funds  have  been  directed  towards  the 
development  of  an  effective  hght  treatment  for  severe  psoriasis  called  PUVA.  This 
treatment  alone  is  projected  to  save  $57.5  million  this  decade. 

However,  while  we  are  reporting  on  the  effectiveness  of  NIAMS,  there  is  still  a 
great  deal  to  be  learned  on  how  the  skin  functions,  at  both  the  genetic  and  molecu- 
lar levels  and  more  research  is  needed  on  the  various  skin  diseases  individually. 
While  money  is  not  only  barrier  to  conducting  more  and  effective  research,  it  is  cer- 
tainly one  of  the  key  barriers. 

The  Skin  Coalition  has  been  and  continues  to  be  concerned  with  the  overall  fund- 
ing level  provided  to  NIAMS.  As  stated  before,  the  scope  of  research  covered  by 
NIAMS,  directly  impacts  over  sixty  million  people  just  in  the  one  area  of  skin  dis- 
eases. NIAMS  has  one  of  the  lowest  pay  rates  in  all  of  NIH.  This  means  that  impor- 
tant and  well  designed  research  goes  unfunded.  This,  we  can  all  agree,  is  unfortu- 
nate but  it  translates  into  other  terms  beyond  simply  dollars. 

Researchers,  like  others,  invest  their  considerable  talents  where  they  are  likely 
to  be  rewarded.  Practically  speaking,  this  translates  into  the  reality  that  when  pro- 
grams, like  NIAMS,  are  not  perceived  as  being  a  research  priority,  less  creative  time 
and  energies  are  invested  in  them.  Therefore,  it  is  possible  that  the  most  critical 
resource,  human  thought  that  drives  the  creation  of  new  research  models,  will  not 
be  pursued.  Researchers  are  less  likely  to  apply  their  talents  or  work  in  an  area 
which  lacks  support  and  funding.  While  support  and  funding  are  not  the  only  con- 
siderations in  determining  how  new  models  of  research  are  created  and  studied, 
they  are  important  factors.  Therefore,  the  priority  that  the  Congress  places  on 
NIAMS  impacts  the  long-term  viability  of  its  entire  research  agenda. 

We  are  asking  that  you  consider  a  multi-year  investment  in  the  work  of  NIAMS 
by  increasing  its  funding  over  the  next  two  years  by  $47  million.  This  investment 
will  support,  what  we  believe  is,  the  intent  of  the  Congress  to  provide  the  resources 
needed  to  find  the  cause  and  cure  for  these  diseases.  With  expanded  resources,  not 
only  will  more  useful  research  programs  be  funded,  but  the  priority  of  the  work  at 
NIAMS  will  be  reaffirmed,  and  stronger  and  more  future  oriented  proposals  will  be 
generated.  It  is  possible  for  us  to  claim  that  by  increasing  the  pay-line  of  NIAMS, 
you  will  not  only  see  a  greater  impact  on  those  who  are  suffering  from  diseases  that 
NIAMS  works  on,  but  you  will  also  see  a  return  in  the  overall  quality  of  work  being 
done  by  the  Institute. 

Investments  in  this  type  of  research  will  show  immediate  and  long-term  results. 

Thank  you  for  your  continued  time  and  support. 

STATEMENT  OF  DR.  GAIL  CASSELL,  PRESmENT,  AMERICAN  SOCIETY 
FOR  MICROBIOLOGY 

Senator  Harkin.  Dr.  Gail  Cassell,  President  of  the  American  So- 
ciety for  Microbiology,  here  for  the  American  Society  for  Microbi- 
ology. 

Dr.  Cassell.  Yes;  I  should  also  point  out  I  am  professor  and 
chair  of  the  Department  of  Microbiology  at  the  University  of  Ala- 
bama at  Birmingham.  I  certainly  appreciate  the  opportunity,  as 
others  have  expressed  this  morning,  for  your  allowing  us  to  talk 
with  you. 

The  American  Society  for  Microbiology  has  a  membership  of 
40,000  individuals.  In  fact,  it  is  the  oldest  and  largest  life  sciences 
organization.  One  of  the  primary  concerns  and  areas  of  interest  of 
our  organization  is  the  area  of  infectious  diseases. 

I  would  like  to  first  applaud  you  on  behalf  of  the  ASM  for  your 
efforts  with  respect  to  the  health  research  fund  and  to  also  point 
out  that  we  were  one  of  the  first  organizations  to  endorse  your  ef- 
forts and  will  certainly  stay  with  you  to  the  end  and  do  everything 
in  our  power  to  help  you  implement  this  plan. 

Senator  Harkin.  I  appreciate  that. 

Dr.  Cassell.  I  certainly  also  would  like  to  say  that  we  appreciate 
the  budget  constraints  that  you  have  so  outlined  for  us  this  morn- 
ing. 

On  the  other  hand,  I  have  to  tell  you  that  we  feel  that  it  is  our 
responsibility  to  point  out  to  you  something  that  we  feel  is  reaching 
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a  crisis  state  in  this  country,  and  that  is  our  ability  to  detect,  treat, 
and  control  infectious  diseases. 

The  question  was  brought  up  this  morning:  Why  fund  AIDS  to 
the  extent  that  it  is  being  funded?  We  would  first  of  all  say,  on  be- 
half of  the  American  Society  for  Microbiology,  we  do  support  the 
level  of  funding  of  AIDS  in  this  country,  mainly  because  this  is  an 
infectious  agent. 

It  is  transmissible  and  has  the  potential  to  very  quickly  wipe  out 
an  entire  population  as  what  happening  in  Africa  and  which  is  rap- 
idly approaching  these  proportions  in  other  countries,  including 
Thailand  and  some  of  the  other  Asian  countries.  So  it  has  to  be 
controlled.  There  is  no  doubt  about  that. 

On  the  other  hand,  what  I  am  here  to  do  today  is  to  point  out 
to  you  that  in  our  efforts  to  control  this  devastating  disease  AIDS, 
other  areas  of  infectious  diseases  have  been  neglected  and  in  fact 
are  gaining  in  this  significance. 

Last  year,  or  this  year,  for  the  1994  budget,  you  may  realize  that 
the  National  Institute  of  Allergy  and  Infectious  Diseases'  non-AIDS 
budget  was  reduced  by  $57  million. 

This  resulted  in  a  decrease  of  86  grants  and  a  decrease  of  30 
training  slots.  The  current  funding  percentile  for  non-AIDS  infec- 
tious disease  and  immunology  grants  within  NIAID  is  at  the  tenth 
percentile,  an  all-time  record  low. 

I  would  also  like  to  point  out  that  another  important  component, 
very  important  component,  in  this  country's  ability  to  be  able  to 
control  infectious  diseases  is  the  National  Center  for  Infectious  Dis- 
eases. 

I  would  like  to  emphasize  that  for  the  past  decade,  the  past  10 
years,  the  budget  for  non-AIDS  infectious  diseases  at  NCID  has  re- 
mained flat,  and  in  real  dollars  has  been  significantly  reduced. 

We  view  this  as  a  major  concern,  particularly  in  light  of  the  1992 
Institute  of  Medicine  report  pointing  out  the  problems  with  new 
and  emerging  infectious  diseases  in  this  country  and  the  potential 
threat  to  the  country  related  to  increased  travel,  immigration,  im- 
portation of  food,  and  environmental  changes,  which  are  resulting 
in  the  emergence  of  new,  virulent  pathogens. 

Just  to  point  out  a  few,  the  hantavirus  was  one  perfect  example 
of  a  new  agent  this  year,  and  in  fact  you  probably  know  that  just 
this  week  there  was  a  fatal  case  reported  in  the  State  of  New  York. 
We  have  yet  to  see  just  what  a  major  problem  this  is  going  to  be 
for  this  country. 

Senator  Harkin.  What  virus  is  that? 

Dr.  Cassell.  The  hantavirus,  the  virus  in  the  four  comers  area 
of  the  Midwest. 

In  addition,  Cryptosporidium.  In  fact,  the  outbreak  that  you  saw 
in  Wisconsin  this  past  summer  resulted  in  the  sickness  of  400,000 
individuals  and  the  E.  Coli  0157  and  the  Jack  in  the  Box  fiasco 
with  respect  to  contaminated  hamburger  meat  resulted  in  a  cost  to 
this  country  just  this  past  year  in  these  new  agents  and  trying  to 
react  to  them  of  $94  million.  These  were  all  basically  new  agents. 

What  has  also  happened  just  in  this  past  year  is  that  valley  fever 
following  the  earthquake,  due  to  a  previously  rather  dormant  fun- 
gus, in  fact,  is  currently  causing  major  problems  in  California. 
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We  also  are  experiencing  now  a  pandemic  of  cholera,  the  intro- 
duction of  a  new  strain  of  cholera  not  previously  seen  before. 

We  heard  yesterday  at  the  National  Institutes  of  Health,  in  fact, 
this  same  strain  has  been  detected  in  Mexico.  Fortunately  for  us, 
because  of  previous  investments  by  NIAID,  we  are  able  to,  I  think, 
make  a  very  concerted  effort  toward  being  able  to  protect  our  coun- 
try from  cholera,  although  there  was  a  case  reported  and  brought 
back  into  this  country  to  California  last  year. 

Antibiotic  resistance  is  rapidly  posing  major  problems.  There 
have  recently  been  identified  pneumococcal  strains  that  are  totally 
resistent  to  all  antibiotics  known. 

You  may  know  that  pneumococcus  actually  is  the  major  cause  of 
middle  ear  infections  in  children.  Children  who  attend  day  care 
centers  in  this  country  are  at  2  to  18  times  greater  risk,  not  only 
from  middle  ear  infections,  but  also  meningitis. 

And  there  have  been  cases  of  this  organism  isolated  from  middle 
ear  just  this  past  year,  which  are  totally  resistent  to  all  of  the  cur- 
rent antibiotics  available.  This  organism  also  is  one  of  the  major 
causes  of  death  in  the  elderly. 

I  am  rapidly  hurrying  through  these  examples,  but,  in  fact,  I 
would  just  point  out  to  you  that  just  within  the  last  6  months  there 
has  been  almost  a  newspaper  article  a  day  in  the  press  hearing  in 
the  Washington  Post,  USA  Today,  outlining  some  of  the  problems, 
including  a  doubling  in  the  number  of  rabies  cases  just  this  year 
and  on  and  on. 

We  believe  that  the  administration's  fiscal  1995  budget  request 
for  non-AIDS  is  a  step  in  the  right  direction,  but  given  the  mag- 
nitude of  the  problem  with  respect  to  funding  for  basic  research  for 
infectious  diseases  at  NIAID  and  given  this  past  year's  crisis  in 
funding,  we  would  argue  that  an  increase  of  $200  million  actually 
would  be  justifiable. 

In  addition,  we  would  strongly  urge  you  to  consider  increasing 
the  budget  for  the  National  Centers  for  Infectious  Diseases  by  at 
least  $20  million  in  order  to  allow  them  to  respond  to  the  Institute 
of  Medicine  plan  and  begin  to  get  a  foothold  on  controlling  infection 
diseases  in  this  country. 

And  last,  I  would  just  like  to  again  thank  you  on  behalf  of  ASM 
for  your  efforts  with  respect  to  the  research  fund,  and  we  look  for- 
ward to  helping  you  try  to  implement  this  plan. 

Senator  Harkin.  Thank  you  very  much.  I  was  reading  Newsweek 
magazine  last  night.  There  is  another  scary  story  in  Newsweek 
about  this  very  topic,  about  staff  infections. 

PREPARED  STATEMENT 

Dr.  Cassell.  Yes;  and  antibiotic  resistance,  and  also  vancomycin 
resistance  in  intensive  care  units  in  hospital.  I  really  would  like  to 
urge  Congress,  I  think,  to  give  this  whole  area  of  new  and  emerg- 
ing infectious  diseases  special  consideration  and  now,  because  I 
think  that  we  all  need  to  wake  up. 

Senator  Harkin.  You  are  right. 

[The  statement  follows:] 
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Statement  of  Gail  H.  Cassell 

Mr.  Chairman  and  Members  of  the  Subcommittee,  my  name  is  Gail  Cassell,  Presi- 
dent of  the  American  Society  for  Microbiology  (ASM),  the  largest  and  oldest  life 
science  society  in  the  world,  with  a  membership  of  40,000.  I  am  also  Professor  and 
Chairman,  Department  of  Microbiology,  University  of  Alabama  at  Birmingham. 
ASM  members  are  involved  in  the  important  areas  of  infectious  and  immunological 
diseases,  molecular  biology  and  genetics,  biotechnology  and  public  health. 

The  ASM  sincerely  appreciates  the  support  of  this  Subcommittee  for  health  re- 
search and  for  the  important  programs  of  the  National  Institutes  of  Health.  We  un- 
derstand the  reality  of  increasing  constraints  facing  the  Subcommittee  because  of 
OBRA  1993,  which  requires  a  freeze  on  funding  for  all  discretionary  programs.  How- 
ever, we  believe  we  have  a  responsibility  to  inform  the  Subcommittee  of  the  public 
health  needs  facing  the  country  and  to  bring  our  recommendations  for  the  NIH 
budget  before  the  Subcommittee  for  consideration  as  it  deliberates  spending  prior- 
ities for  the  coming  year.  Health  research  represents  only  about  2  percent  of  the 
nation's  overall  health  care  budget,  but  the  return  on  this  small  investment  is  enor- 
mous in  terms  of  real  and  potential  cost  savings.  There  are  many  examples  of  how 
biomedical  research  contributes  to  health  care  cost  savings.  For  example,  less  than 
$27  million  in  NIH  research  funds  were  spent  to  determine  that  a  bacterium  was 
correlated  with  chronic  peptic  ulcers.  The  use  of  antibacterial  therapy  for  this  dis- 
ease now  saves  $760  million  each  year,  28  times  the  initial  investment.  By  investing 
more  today  in  solving  public  health  problems,  the  nation  stands  to  save  billions  to- 
morrow. Furthermore  and  most  important,  failure  to  provide  more  adequate  funding 
for  health  research  would  have  serious  consequences  for  the  health  and  welfare  of 
all  Americans. 

The  ASM,  therefore,  recommends  that  Congress  increase  the  appropriation  for  fis- 
cal year  1995  for  the  National  Institutes  of  Health  by  $1  billion  over  fiscal  year 
1994,  as  recommended  by  the  Ad  Hoc  Group  for  Medical  Research  Funding.  This 
increase,  which  represents  a  9  percent  increase  over  fiscal  1994,  would  provide  more 
adequate  support  than  the  Administration's  budget  request  for  vital  activities  relat- 
ed to  basic  and  clinical  research,  research  training  and  research  infrastructure. 

The  ASM  supports  the  principle  that  biomedical  research  must  be  included  as  an 
integral  part  of  health  care  reform  legislation  and  endorses  the  Health  Research 
Fund  which  has  been  proposed  by  Senator  Harkin  and  Senator  Hatfield.  The  ASM 
wishes  to  acknowledge  and  thank  Senator  Harkin  for  his  outstanding  leadership 
and  efforts  on  behalf  of  health  research. 

The  ASM  applauds  the  Administration's  inclusion  of  public  health  initiatives 
within  Title  III  of  the  Health  Security  Act.  The  ASM  is  particularly  pleased  to  note 
the  inclusion  of  infectious  diseases  as  an  area  highlighted  for  special  attention.  Vac- 
cines are  among  the  most  powerful  tools  that  have  been  developed  for  prevention 
of  disease  and  tJieir  cost  effectiveness  has  been  demonstrated  for  smallpox,  measles, 
polio  and  most  recently,  Haemophilus  influenzae  type  b  (Hib).  The  use  of  Hib  vac- 
cine is  projected  to  save  nearly  $400  million  annually  for  each  cohort  of  children  im- 
munized in  the  U.S.  We  note,  however,  that  the  public  health  initiatives  included 
in  the  Administration's  bill  have  no  identified  source  of  funding  to  support  them. 
We  believe  that  funding  for  this  important  expansion  of  NIH's  prevention  research 
activities  should  be  in  addition  to  the  current  NIH  budget  and  not  transferred  from 
existing  activities.  As  the  nation  proceeds  with  health  care  reform,  it  is  crucial  that 
health  research  as  well  as  prevention-oriented  public  health  policy  be  a  component 
of  plans  for  reform.  The  ASM  is  concerned  that  health  care  reform  legislation  will 
have  a  significant  effect  on  basic  and  clinical  research  as  well  as  the  practice  of  clin- 
ical and  industrial  microbiology.  As  funding  declines  from  different  sources  and 
changes  occur  as  the  result  of  reform,  we  will  find  a  devastating  effect  on  our  na- 
tion's research  programs  as  well  as  the  training  of  the  next  generation  of  research- 
ers. We  request  that  Congress  address  this  issue  as  health  reform  is  considered. 

With  these  recommendations  in  mind,  the  American  Society  for  Microbiology 
would  like  to  focus  its  testimony  on  the  importance  of  infectious  diseases,  both  es- 
tablished and  emerging,  and  urge  Congress  to  ensure  appropriate  federal  funding 
levels  for  infectious  and  immunological  research  at  the  National  Institute  of  Allergy 
and  Infectious  Diseases  (NIAID).  Last  year,  the  ASM  brought  its  concerns  to  both 
the  Congress  and  the  Administration  that  proposed  funding  reductions  would  have 
an  extremely  adverse  effect  on  research  in  infectious  diseases  and  immunology  at 
the  NIAID.  The  ASM  does  not  want  to  detract  from  the  importance  of  the  efforts 
being  applied  to  AIDS  research;  but  it  does  want  to  emphasize  the  problems  of  the 
emergence  of  new  virulent  agents  and  the  reemergence  of  older  infectious  agents 
previously  thought  to  be  under  control. 
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In  fiscal  year  1994,  the  NIAID's  non-AIDS  budget  was  required  to  absorb  the  en- 
tire amount  of  budget  cuts  that  were  assessed  on  NIAID's  total  budget,  AIDS  plus 
non-AIDS.  The  method  used  to  compute  and  allocate  budget  reductions  at  NIH  re- 
sulted in  a  $56.8  million  reduction  for  NIAID,  which  was  deducted  only  from  the 
non-AIDS  budget.  Furthermore,  without  the  Administration's  earmarks  and  invest- 
ment initiatives  for  tuberculosis  and  vaccines,  NIAID's  non-AIDS  budget  is  actually 
8  percent  lower  in  fiscal  1994  than  in  fiscal  1993.  The  NIAID  will  be  able  to  fund 
unsolicited  non-AIDS  research  project  grants  only  with  percentile  scores  of  10  or 
better,  compared  with  those  of  14  or  better  in  1993.  Approximately  86  fewer  grants 
will  be  funded  in  non-AIDS  research,  6  percent  fewer  than  in  fiscal  1993,  and  about 
30  training  slots  will  be  lost  in  microbiology,  immunology  and  infectious  diseases. 
The  Institute's  research  programs  related  to  infectious  and  immunological  diseases 
are  being  critically  impaired.  The  ASM  is  concerned  that  continued  underfunding 
of  infectious  disease  research  will  have  a  lasting  and  profound  effect  on  the  U.S. 
population. 

Last  year,  the  Institute  of  Medicine  (lOM)  issued  a  report  entitled  "Emerging  In- 
fections: Microbial  Threats  to  Health  in  the  U.S."  The  New  York  Times  called  the 
report,  "a  wake-up  call  to  doctors,  medical  schools,  government  officials  and  the  pub- 
lic to  end  complacency  over  infectious  diseases."  Disease-causing  agents  are  far  from 
eliminated  as  a  public  health  problem,  and  the  U.S.  population  is  increasingly  vul- 
nerable to  an  expanding  array  of  new  and  emerging  infectious  diseases.  This  grim 
fact  is  illustrated  by  front-page  news  stories  this  past  year  about  the  spread  of  Lyme 
disease;  the  sudden  appearance  of  a  deadly  respiratory  illness  caused  by  a  pre- 
viously unknown  hantavirus  which  has  been  detected  in  at  least  nine  states;  the 
emergence  of  a  bacterial  pathogen,  Escherichia  Coli  0157:H7  which  caused  a  multi- 
state  foodborne  outbreak  of  bloody  diarrhea  and  kidney  failure,  and  an  obscure  in- 
testinal parasite,  Cryptosporidium,  which  caused  an  unprecedented  waterbome  dis- 
ease outbreak  in  the  U.S.  Infectious  agents  continue  to  contaminate  our  nation's 
food  and  water  supplies.  Over  9,000  deaths  were  attributed  to  foodborne  infectious 
diseases  in  1992.  The  situation  worsens  when  we  consider  that  our  antimicrobial 
drugs  are  becoming  less  effective  against  many  infectious  agents.  There  is  a  growing 
epidemic  of  microbial  resistance  and  this  scientific  challenge  must  be  addressed.  The 
incidence  of  rabies  is  on  the  rise.  Children  in  day  care  centers,  now  numbering  over 
11  million,  are  increasingly  at  risk  for  hepatitis  A,  cryptosporidiosos,  respiratory  ill- 
ness and  middle  ear  infections.  Childhood  ear  infections  increased  150  percent  be- 
tween 1975  and  1990. 

Infectious  agents  may  be  causing  diseases  once  considered  noninfectious. 
Helicobacter  pylori  infections,  for  example,  are  being  associated  with  peptic  ulcer 
disease,  and  sexually  transmitted  human  papillomavirus  is  associated  with  cervical 
cancer.  Hepatitis  C  virus  has  recently  been  suggested  as  the  most  significant  cause 
of  chronic  liver  disease  and  cirrhosis  in  the  U.S.  Chlamydia  infections  are  implicated 
in  infertility  and  more  recently  have  been  tentatively  linked  to  coronary  artery  dis- 
ease. Rodent  borne  hantavirus  may  play  a  role  in  hypertensive  renal  disease.  Twen- 
ty-five percent  of  cancers  in  the  U.S.  may  be  directly  or  indirectly  caused  by  viruses. 
Viruses  may  also  be  implicated  in  Sjogren's  syndrome,  multiple  sclerosis,  Alz- 
heimer's disease,  connective  tissue  diseases,  Kawasaki  disease,  and  juvenile  onset 
diabetes  mellitus. 

The  industrialized  world  may  not  realize  that  infectious  diseases  remain  the  lead- 
ing cause  of  death  worldwide.  However,  even  in  the  U.S.,  infectious  disease  still  ac- 
count for  25  percent  of  all  visits  to  physicians  each  year  and  antimicrobial  agents 
are  the  second  most  frequently  prescribed  class  of  drugs.  Infectious  diseases  have 
a  staggering  impact  on  health-care  costs.  Each  year,  between  9  million  and  11  mil- 
lion people,  of  whom  3  million  are  adolescents,  contract  at  least  one  sexually  trans- 
mitted disease  (STD's).  The  treatment  of  STD's,  and  their  sequelae-pelvic  inflam- 
matory disease,  infertility,  ectopic  pregnancy,  cervical  cancer,  fetal  wastage, 
prematurity,  and  congenital  infection — result  in  treatment  costs  exceeding  $5  bil- 
lion. STD's  can  increase  the  transmission  of  HIV  3  to  5  fold.  In  the  U.S.,  the  cost 
of  treating  all  persons  with  HIV  is  expected  to  increase  48  percent  from  $10.3  billion 
in  1992  to  $15.2  billion  in  1995.  Tuberculosis  is  once  again  a  serious  threat  to  the 
public  health  of  this  country.  TB  has  infected  one-third  of  the  world's  population 
and  an  estimated  15  million  Americans  are  infected  with  the  TB  organism  and  may 
develop  clinical  TB  at  some  time  in  their  lives.  Multi-drug  resistant  (MDR)  strains 
of  TB  are  emerging  and  add  another  dimension  of  concern  to  this  threat  to  public 
health.  TB  is  difficult  to  diagnose  and  it  is  costly  to  treat.  Current  treatment  for 
TB  is  $12,000  per  patient  with  the  treatment  cost  for  MDR  TB  as  much  as  $180,000 
per  patient.  Annual  direct  medical  costs  due  to  nosocormial  infections  reached  $4.5 
billion  in  1992.  Influenza  produces  direct  medical  costs  approaching  $5  billion. 
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The  1992  lOM  report  noted  that  disease  emergence  will  be  affected  by  climate 
changes;  the  increased  magnitude  and  speed  of  international  travel;  growth  of  the 
world's  population  and  more  crowding  in  urban  areas;  the  breakdown  of  or  changes 
in  public  health  measures;  the  increased  evolution  of  drug-resistant  organisms;  and 
increased  use  of  immunosuppressive  therapies. 

As  we  enter  one  of  the  most  challenging  periods  in  our  history  because  of  the 
emergence  of  new,  more  virulent  infectious  agents  and  the  reemergence  of  older  in- 
fectious agents,  it  is  imperative  that  the  NIAID  be  able  to  maintain  strong  and  ade- 
quately funded  research  and  training  programs  to  respond  to  the  growing  number 
of  infectious  disease  problems  facing  the  U.S.  Basic  research  is  critical  to  increased 
understanding  of  the  microbes  that  cause  human  disease  and  the  immune  system 
that  provides  protection  from  microbial  invaders.  Training  is  also  necessary  to  build 
a  critical  mass  of  investigators  with  appropriate  expertise  in  areas  related  to  infec- 
tious diseases.  With  more  adequate  resources,  the  NIAID  can  more  fully  realize  op- 
portunities to  prevent  unnecessary  suffering  and  reduce  the  economic  burden  of  in- 
fectious diseases.  We  believe  that  the  Adimnistration's  fiscal  1995  budget  request 
for  non-AIDS  research  at  the  NIAID  is  a  step  in  the  right  direction  for  increasing 
funding  for  infectious  and  immunological  diseases.  However,  in  view  of  the  mag- 
nitude of  the  problem  we  are  facing  with  infectious  and  immunological  diseases,  we 
believe  additional  resources  of  as  much  as  $200  million  for  the  NIAID  are  justified. 
This  would  enable  NLAID  to  expand  its  investment  in  basic  research  and  training, 
provide  additional  funding  for  TB,  STD's,  exploit  the  new  area  of  topical 
microbicides  and  develop  the  foundation  for  further  advances  in  immunology,  infec- 
tious diseases  and  vaccine  development. 

The  ASM  urges  Congress,  with  Senator  Harkin  and  Senator  Hatfield's  leadership, 
to  recognize  the  fundamental  importance  of  basic  research  in  this  era  of  health  care 
reform.  The  NIH  is  uniquely  positioned  to  return  the  investment  in  its  basic  re- 
search programs  into  clinical  advances  and  health  care  cost  savings.  At  the  same 
time,  we  urge  Congress  to  provide  increases  in  the  NIH's  budget  in  the  appropria- 
tions process  to  ensure  stability  and  growth  for  one  of  our  nation's  most  valuable 
agencies. 

I  would  be  pleased  to  respond  to  any  questions. 

STATEMENT  OF  KATHERINE  McCARTER,  PRESmENT,  COALITION  FOR 
HEALTH  FUNDING 

Senator  Harkin.  Now  Katherine  McCarter  on  behalf  of  the  Coali- 
tion for  Health  Funding. 

Ms.  McCarter.  Good  morning,  Mr.  Chairman.  I  am  Katherine 
McCarter,  associate  executive  director  of  the  American  Public 
Health  Association,  here  today  representing  the  Coalition  for 
Health  Funding,  where  I  serve  as  president.  The  coalition  is  a  23- 
year-old  alliance,  which  represents  40  national  health  associations. 

We  gather  together  to  work  with  Congress  in  order  to  achieve  op- 
timal Federal  spending  and  support  for  health  discretionary  pro- 
grams. 

We  are  the  only  coalition  that  looks  at  the  entire  public  health 
service  budget  and  makes  recommendations  about  its  funding  lev- 
els. 

We  appreciate  very  much  the  support  that  this  committee  has 
given  to  the  very  important  programs  of  the  Public  Health  Service, 
and  we  also  appreciate  the  reality  that  you  have  to  deal  with  and 
the  constraints  that  are  placed  upon  you  as  you  deliberate  your 
spending  priorities  for  the  coming  fiscal  year. 

However,  we  continue  to  urge  the  subcommittee  to  maintain  a 
strong  level  of  support  and  its  commitment  to  biomedical  and  be- 
havior research,  prevention  initiatives,  health  services  for  vulner- 
able populations,  and  health  professions  training. 

Mr.  Chairman,  each  year  our  coalition  works  its  membership  and 
with  other  major  health  alliances  in  Washington  in  order  to  deter- 
mine an  appropriate  level  of  funding  for  all  discretionary  health 
programs. 


186 

For  fiscal  year  1995,  the  coalition  is  a  total  of  $23,797  billion  to 
address  our  Nation's  needs  in  the  areas  that  I  mentioned  earlier. 

I  have  attached  to  our  testimony  a  breakdown  of  each  of  these 
agencies  of  the  Public  Health  Service  and  our  recommendations  for 
each  one. 

We  realize  that  our  recommendation  is  11.8  percent  above  the 
amount  appropriated  in  fiscal  year  1994  for  these  programs.  Al- 
though this  is  one  of  the  smallest  increases  our  coalition  has  ever 
recommended,  we  nonetheless  appreciate  that  this  will  be  regarded 
as  a  significant  increase  in  the  context  of  the  budget  constraints 
which  would  place  a  hard  freeze  on  funding  for  all  discretionary 
health.  Nonetheless,  we  do  believe  that  our  recommendation  is  one 
that  is  most  appropriate  and  needed. 

It  is  7  percent  higher  than  the  President's  request,  and  while  we 
appreciate  the  President's  budget  in  the  areas  of  AIDS  care  and  re- 
search, women's  health,  childhood  immunizations  and  health  serv- 
ices research,  we  also  recognize  that  there  are  many  other  areas  of 
the  Public  Health  Service  which  are  not  slated  for  adequate  fund- 
ing. 

These  would  include  programs  in  HRSA,  CDC,  the  Center  for 
Mental  Health  Services,  and  the  Center  for  Substance  Abuse  Pre- 
vention at  SAMHSA. 

Our  testimony  goes  through  each  of  those  agencies  and  talks 
about  some  of  the  needs  in  each  one,  and  I  will  leave  that  for  the 
record. 

I  did  want  to  mention,  however,  that  our  coalition  has  been 
asked  quite  a  bit  in  recent  months  what  our  position  will  be  with 
regard  to  health  discretionary  funding  for  fiscal  year  1995  given 
the  fact  that  the  President's  plan  for  health  care  reform  contains 
important  health  initiatives. 

We  respond  to  that  question  by  saying  that  the  public  health  ini- 
tiatives contained  within  the  Health  Security  Act,  title  III,  dem- 
onstrate that  the  Clinton  administration  recognizes  that  public 
health  issues  should  be  part  of  any  effort  to  reform  our  Nation's 
health  care  system.  For  this,  we  applaud  the  President  and  his  ad- 
ministration. 

Hov/ever,  except  for  medical  education,  the  initiatives  described 
have  no  identified  sources  of  funding  to  support  them. 

This  concerns  us,  because  to  us  it  implies  that  funding  will  have 
to  come  from  existing  programs.  Our  conclusion  is  that  we  must 
continue  to  advocate  on  behalf  of  existing  health  discretionary  pro- 
gram and  continue  to  identify  the  public  health  needs  of  the  Na- 
tion. 

Support  for  biomedical  and  behavioral  research,  basic  health  care 
services  to  the  Nation's  underserved  populations,  training  of  health 
professionals  that  are  in  short  supply,  and  health  promotion  and 
primary  prevention  strategies  must  not  diminish  as  we  debate 
health  care  reform. 

Failure  to  provide  an  adequate  funding  base  for  these  programs 
may  have  serious  consequences  on  the  health  status  of  Americans. 
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PREPARED  STATEMENT 

The  total  dollars  spent  on  health  discretionary  programs  is  a 
very  small  percent  of  our  Nation's  overall  health  care  budget,  but 
it  yields  a  very  large  dividend  in  real  and  potential  cost  savings. 

And  so  we  urge  you  to  again  show  the  leadership  you  have  in  tne 
past  to  provide  the  adequate  funding  that  is  needed  for  these  pro- 
grams. 

Thank  you  very  much. 

Senator  Harkin.  Thank  you. 

[The  statement  follows:] 

Statement  of  Katherine  McCarter 

Mr.  Chairman  and  Members  of  the  subcommittee,  I  am  Katherine  McCarter, 
President  of  the  Coalition  for  Health  Funding,  a  twenty-three-year-old  alliance  of 
forty  national  health  associations  dedicated  to  working  with  Congress  to  achieve  op- 
timal federal  support  for  health  discretionary  programs.  I  am  also  Associate  Execu- 
tive Director  of  the  American  Public  Health  Association.  The  membership  of  the  Co- 
alition sincerely  appreciates  the  support  this  subcommittee  has  given  in  the  past  to 
health  discretionary  programs  in  recognition  that  a  strong  public  headth  service  ben- 
efits all  Americans.  We  appreciate  the  reality  of  increasing  constraints  facing  the 
subcommittee  as  it  deliberates  spending  priorities  for  the  coming  fiscal  year.  How- 
ever, we  continue  to  urge  the  subcommittee  to  maintain  its  commitment  to  bio- 
medical and  behavioral  research,  health  services  for  vulnerable  populations,  preven- 
tion initiatives,  and  health  professions  training. 

Mr.  Chairman,  each  year  the  Coalition  works  with  its  own  membership  and  with 
other  national  health  alliances  to  determine  an  appropriate  level  of  federal  support 
for  health  discretionary  programs.  For  fiscal  year  1995  the  Coalition  is  recommend- 
ing $23,797  billion  to  address  the  nation's  needs  in  the  areas  of  biomedical  and  be- 
havioral research,  health  services  and  health  professions  training,  substance  abuse 
treatment  and  prevention,  health  promotion  and  prevention  initiatives,  and  AIDS 
prevention  and  treatment.  Attached  to  our  testimony  for  your  review,  is  a  table 
summarizing  the  Coalition's  recommendations  for  the  U.S.  Public  Health  Service 
agencies. 

The  Coalition's  recommendation  is  11.8  percent  above  the  amount  appropriated 
for  fiscal  year  1994.  Although  one  of  the  smallest  increases  the  Coalition  has  ever 
recommended,  we  nevertheless  appreciate  that  this  will  be  regarded  as  a  significant 
increase  in  the  context  of  the  OBRA  1993  which  requires  a  hard  freeze  on  funding 
for  all  discretionary  programs  for  the  coming  fiscal  year. 

Our  recommendation  is  also,  overall,  seven  percent  higher  than  the  President's  re- 
quest. We  are  very  pleased  to  see  the  President  maintain  some  momentum  in  the 
areas  of  AIDS  care  and  research,  women's  health,  childhood  immunization,  and 
health  services  research.  In  addition,  we  are  very  pleased  to  see  increased  resources 
requested  for  substance  abuse  treatment,  family  planning  services  and  recognition 
of  the  prevention  potential  of  basic  and  clinical  research  at  the  NIH.  However,  in 
many  other  areas  of  the  Public  Health  Service  the  President's  request  falls  far  short 
of  the  Coalition's  assessment  of  need.  This  is  particularly  true  for  many  programs 
in  HRSA  the  CDCP,  and  the  Center  for  Mental  Health  Services  and  the  Center  for 
Substance  Abuse  Prevention  at  SAMHSA. 

The  Coalition  finds  the  proposed  decreases  at  HRSA  in  training  for  primary  care 
professionals  under  consolidation  of  the  Health  Professions  Traimng  programs,  and 
in  the  Maternal  and  Child  Health  Block  Grant  somewhat  puzzling.  At  a  time  when 
the  Administration  is  looking  to  train  more  primary  care  professionals  to  serve,  es- 
pecially, more  low-income  pregnant  women  and  young  children,  reductions  of,  re- 
spectively, $15  million  and  $8  million  seem  designed  to  impede  rather  than  enhance 
those  objectives.  The  Administration  has  stated  that  the  $15  million  in  savings 
through  consolidation  of  25  categorical  programs  will  provide  administrative  savings 
and  grant  flexibility  for  health  professions  training,  but  it  is  unclear  whether  the 
savings  may  also  include  program  elimination,  and/or  jeopardize  specific  training 
programs  such  as  public  health,  preventive  medicine,  and  general  dentistry,  before 
we  truly  understand  the  nation's  needs  in  these  areas  currently  and  in  the  future 
under  a  reformed  health  care  system. 

The  CoaUtion  also  is  concerned  about  level  funding  of  programs  within  HRSA, 
such  as  the  Community  and  Migrant  Health  Centers,  and  the  National  Health  Serv- 
ice Corps.  These  are  all  proven  programs  for  reaching  medically  underserved  popu- 
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lations  in  our  nation's  inner  cities  and  rural  areas.  Health  care  needs  in  these  areas 
continue  to  increase,  not  decrease. 

Equally  puzzling  are  decreases  and,  except  for  childhood  immunization  services, 
across-the-board  level  funding  of  programs  within  the  CDCP,  the  nation's  preven- 
tion agency.  This  comes  at  a  time  when  AIDS  is  spreading  to  new,  younger  and 
older  age  groups,  concerns  about  violence  are  at  an  unprecedented  level,  and  TB  and 
STD's  continue  to  take  their  toll  among  alarming  numbers  of  our  population.  The 
Breast  and  Cervical  Cancer  Screening  program  has  never  received  enough  resources 
to  move  beyond  a  minority  of  states  and  so  continues,  under  this  budget,  to  fail  to 
reach  its  stated  goal.  The  budget  also  does  not  contain  any  funding  for  the  CDCP 
to  launch  its  first-ever  cardiovascular  disease  prevention  initiative  to  fight  America's 
number  one  killer  and  a  leading  cause  of  disability. 

Finally,  while  the  Coalition  is  pleased  that  a  new  initiative  will  be  made  in  sub- 
stance abuse  treatment  at  the  SAMHSA,  the  Center  for  Substance  Abuse  Preven- 
tion and  the  Center  for  Mental  Health  Services  are  level  funded.  Again,  failing  to 
invest  in  prevention  efforts  at  a  time  when  national  svu-veys  show  a  renewed  in- 
crease in  drug  use  and  abuse  among  teenagers  seems  short-sighted.  Similarly,  fail- 
ure to  provide  the  Center  for  Mental  Health  Services  with  enough  resources  to  even 
begin  to  address  the  responsibilities  given  to  it  is  also  short-sighted.  Substance 
abuse  and  mental  health  disorders  are  among  the  nation's  most  costly  social  prob- 
lems. 

The  Coalition  has  been  asked  many  times  in  recent  months  what  our  position  will 
be  with  regard  to  health  discretionary  spending  for  fiscal  year  1995  given  the  fact 
that  the  President's  plan  for  health  care  reform  contains  important  public  health 
initiatives.  We  can  only  respond  to  this  question  honestly.  The  public  nealth  initia- 
tives contained  within  Title  III  of  the  Health  Security  Act  demonstrate  that  the 
Clinton  Administration  recognizes  that  public  health  issues  should  be  part  of  any 
effort  to  reform  the  nation's  nealth  care  system.  For  this,  we  applaud  the  President 
and  his  Administration.  However,  except  for  medical  education,  the  initiatives  de- 
scribed have  no  identified  source  of  funding  to  support  them.  This  concerns  us  since 
it  implies  to  us  that  funding  will  come  from  existing  programs. 

Our  conclusion  is  that  we  must  continue  to  advocate  on  behalf  of  existing  health 
discretionary  programs  and  continue  to  identify  the  public  health  needs  of  the  na- 
tion. Support  for  biomedical  and  behavioral  research,  basic  health  care  services  to 
the  nation's  underserved  populations,  training  of  health  professionals  that  are  in 
short  supply,  and  health  promotion  and  primary  prevention  strategies  must  not  di- 
minish as  we  debate  the  best  approach  to  reform  of  our  health  care  system.  Failure 
to  provide  an  adequate  funding  base  for  these  programs  may  have  serious  con- 
sequences for  the  health  and  welfare  of  all  Americans.  The  total  dollars  spent  on 
health  discretionary  programs  is  a  very  small  percent  of  the  nation's  overall  health 
care  budget,  but  jaelds  a  very  large  dividend  in  real  and  potential  cost  savings.  We 
should  not  fail  to  invest  pennies  today  in  solving  public  health  problems  which  could 
cost  the  nation  billions  tomorrow. 
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STATEMENT  OF  CAROL  BEASLEY,  THE  PARTNERSfflP  FOR  ORGAN  DO- 
NATION 

Senator  Harkin.  The  Partnership  for  Organ  Donation,  Carol 
Beasley. 

Ms.  Beasley.  Thank  you,  Mr.  Chairman.  Thank  you  for  the  op- 
portunity to  provide  recommendations  on  cost-effective  ways  to  im- 
prove organ  donation. 

I  represent  the  Partnership  for  Organ  Donation,  a  Boston-based 
national  nonprofit  organization  dedicated  to  saving  and  improving 
lives  by  solving  the  shortage  of  organs  for  transplantation. 

Transplantation  is  an  extremely  successful  therapy  for  patients 
suffering  end-stage  organ  failure.  However,  the  availability  of 
transplantation  falls  far  short  of  potential. 

With  over  33,000  Americans  awaiting  transplants,  the  shortage 
of  donor  organs  is  viewed  as  the  No.  1  problem  facing  the  trans- 
plantation field  today.  This  shortfall  leads  directly  to  higher  costs. 

Patients  who  must  wait  until  they  are  in  critical  condition  before 
receiving  a  transplant  incur  much  higher  costs  than  patients  who 
can  be  transplanted  earlier  in  the  course  of  illness. 

Kidney  transplants,  in  particular,  have  substantial  cost  and 
health  benefits.  The  Health  Care  Financing  Administration  esti- 
mates that  each  patient  who  can  be  transplanted  saves  the  health 
care  system  $41,700  over  10  years. 

Therefore,  if  all  the  kidney  patients  waiting  at  the  end  of  1993 
could  be  transplanted,  long-term  savings  to  the  health  care  system 
would  amount  to  over  $1  billion.  With  a  sustained  increase  in  do- 
nation, savings  to  the  system  could  be  many  times  as  large. 

In  addition  to  the  $6.6  billion  spent  on  kidney  dialysis,  kidney 
transplantation,  and  related  costs  through  the  End-Stage  Renal 
Disease  Program,  several  agencies  invest  in  transplantation  and 
related  research.  Those  research  dollars  will  never  achieve  their  po- 
tential return  on  investment  in  an  environment  of  limited  organ 
availability. 

In  fiscal  year  1993,  the  National  Institute  for  Allergy  and  Infec- 
tious Disease  spent  nearly  $50  million  on  research  in  the  area  of 
organ  transplantation  biology. 

Relatively  little  money  is  spent  on  initiatives  to  increase  organ 
donatidft^-As  x)utlined  in  my  written  testimony,  combined  funding 
for  organ  donation  initiatives  amounts  to  only  about  $1.5  million 
per  year. 

Now  is  the  time  to  invest  a  larger  share  of  the  dollars  that  cur- 
rently go  to  support  transplantation  toward  alleviating  the  tragic 
shortage  of  donor  organs. 

We  recommend  that  a  spending  target  of  10  percent  of  research 
dollars  devoted  to  transplantation  should  go  toward  projects  to  in- 
crease organ  donation  with  evaluation  each  year  to  see  whether  ad- 
ditional investment  is  warranted. 

Funding  to  support  organ  donation  should  be  increased  in  the 
following  general  areas:  first,  improvements  in  the  hospital  process 
focusing  on  identification  of  all  potential  donors  and  institutional- 
ization of  an  optimal  donation  request  process;  two,  establishment 
of  practice  guidelines  for  hospital  personnel  regarding  the  optimal 
organ  donation  process;  three,  improvements  in  Organ  Procure- 
ment Organization,  that  is  OPO,  services  to  hospitals  and  estab- 
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lishment  of  valid  standards  of  performance  for  OPO's,  development 
of  effective  public  education  campaigns  that  focus  on  key  behaviors, 
address  common  misperceptions,  and  incorporate  features  that  are 
sensitive  to  minority  concerns  about  donation. 

In  our  written  testimony  we  have  indicated  where  we  believe 
there  is  the  strongest  fit  between  the  goal  and  the  appropriate  Fed- 
eral agency. 

I  would  like  to  expand  briefly  on  the  issue  of  OPO  performance 
standards.  There  exists  the  mechanism  for  establishing  standards 
for  OPO's  under  the  jurisdiction  of  the  Health  Care  Financing 
Agency  regulations  for  conditions  of  coverage  of  organ  procurement 
organizations. 

Revised  regulations  have  been  in  the  works  since  at  least  1991 
and  have  not  been  involved  to  date.  We  recommend  that  long  over- 
due OPO  regulations  be  issued  that  take  into  account  the  most  ef- 
fective methods  for  increasing  organ  donation  and  hold  OPO's  re- 
sponsible for  increasing  their  organ  procurement  effectiveness. 

In  sum,  the  benefits  of  organ  transplantation  can  only  be  realized 
by  increasing  organ  donation.  Currently,  too  little  is  spent  to  re- 
solve this  difficult  problem,  with  the  result  that  many  Americans 
die  before  they  have  a  chance  to  receive  a  transplant  and  others 
suffer  needlessly  because  a  transplant  is  not  available. 

Until  organ  donation  increases,  research  spending  on  the  medical 
and  scientific  aspects  of  transplantation  cannot  generate  maximum 
societal  benefits. 

Shifting  a  portion  of  transplantation  spending  toward  resolving 
the  donor  shortage  would  lead  to  more  cost-effective  outcomes  for 
the  health  carer  system  overall. 

Thank  you  for  this  opportunity  to  speak,  Mr.  Chairman. 

Senator  Harkin.  Thank  you  very  much.  Don't  we  have  a  registry, 
a  national  registry,  for  organ  donation? 

PREPARED  STATEMENT 

Ms.  Beasley.  That  is  actually  a  fairly  common  perception,  but  it 
is  actually  in  fact  not  true.  There  is  no  national  registry.  There  is 
a  bone  marrow  donor  registry,  but  there  is  not  a  similar  registry 
for  organ  donation. 

Senator  Harkin.  There  isn't? 

Ms.  Beasley.  No. 

[The  statement  follows:] 

Statement  of  Carol  L.  Beasley 

Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  provide  information  and  recommendations  on  cost-effective  ways  to  improve  organ 
donation.  I  represent  The  Partnership  for  Organ  Donation,  a  Boston-based  national 
non-profit  organization  dedicated  to  saving  and  improving  hves  by  solving  the  short- 
age of  organs  for  transplantation. 

In  today's  environment  of  concern  about  health  care  spending,  it  is  more  impor- 
tant than  ever  to  realize  maximum  benefits  from  the  investments  we  make  as  a 
country  in  life-saving  and  life-enhancing  therapies.  One  such  therapy  is  organ  trans- 
plantation. Over  33,000  Americans  are  currently  awaiting  transplants  to  live,  or  to 
release  them  from  the  burden  and  expense  of  kidney  dialysis. 

Transplantation  has  become  nearly  routine,  and  is  an  extremely  successful  ther- 
apy for  patients  suffering  end-stage  organ  failure.  However,  the  availability  of  trans- 
plantation falls  far  short  of  potential  because  too  few  potential  donors  actually  do- 
nate organs.  In  fact,  the  shortage  of  donor  organs  is  viewed  as  the  number  one  prob- 
lem facing  the  transplantation  field  today. 
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The  shortfall  is  particularly  acute  Eimong  minority  Americans,  with  African-Amer- 
icans and  Latinos  waiting  significantly  longer  for  a  suitable  organ  than  Caucasians. 
The  shortage  of  organs  leads  to  longer  average  waiting  times  for  patients  overall, 
increasing  the  death  toll  as  nine  people  per  day  die  waiting  for  an  organ  that  does 
not  become  available.  For  those  lucky  enough  to  receive  a  transplant,  many  must 
wait  until  their  illness  is  far-advanced,  complicating  their  recovery  and  further  esca- 
lating costs. 

Now  is  the  time  to  invest  a  larger  share  of  the  dollars  that  currently  go  to  support 
transplantation  toward  alleviating  the  tragic  shortage  of  donor  organs.  I  will  high- 
light just  two  ways  in  which  increased  appropriations  to  support  improvements  in 
organ  donation  will  yield  favorable  medical  results  for  patients  as  well  as  significant 
doUar  savings  to  the  health  care  system. 

Kidney  transplant  is  the  most  fi-equently  performed  organ  transplant  procedure, 
with  10,108  procediires  performed  in  1992.  Medicare  pays  for  both  dialysis  treat- 
ment and  kidney  transplants  through  the  End-Stage  Renal  Disease  (ESRD)  pro- 
gram. Total  costs  of  the  ESRD  program  in  1991  were  $6.6  billion.  Much  of  ESRD 
spending  is  driven  by  the  increasing  nxmiber  of  Americans  who  are  afflicted  with 
renal  failure,  while  a  significant  contributor  to  high  cost  is  the  limited  availabiUty 
of  kidney  transplants. 

Kidney  transplants  are  the  preferred  treatment  modality  for  both  health  and  eco- 
nomic reasons.  The  Health  Care  Financing  Administration  estimates  that  each  pa- 
tient who  can  be  transplanted  saves  the  health  care  system  $41,700  over  ten  years.^ 
Therefore,  if  all  the  kidney  patients  waiting  at  the  end  of  1993  could  be  trans- 

f)lanted,  long-term  savings  to  the  health  care  system  would  amount  to  over  $1  bil- 
ion.  With  a  sustained  increase  in  donation,  savings  to  the  system  could  be  many 
times  as  large. 

In  addition,  significant  support  for  basic  and  applied  research  into  transplan- 
tation, immunology  and  related  scientific  and  medical  issues  is  provided  each  year 
through  governmental  funding.  In  fiscal  year  1993  the  National  Institute  for  Allergy 
and  Infectious  Disease  spent  nearly  $50  million  on  organ  transplantation  biology. 
If  organ  donation  stays  at  its  currently  low  level,  the  mil  value  fi-om  these  invest- 
ments in  scientific  and  medical  progress  will  be  lower  than  it  can,  and  should,  be. 

Several  agencies  support  organ  transplantation,  including  the  Division  of  Organ 
Transplantation  (DOT)  in  the  Health  Resources  Services  Administration,  the  Agency 
for  Health  Care  Policy  and  Research  (AHCPR)  and  several  institutes  of  the  National 
Institutes  of  Health  (NIH).  Within  NIH  the  National  Institute  for  Allergy  and  Infec- 
tious Disease  (NIAID),  the  National  Heart,  Lung  and  Blood  Institute  (NHLBI),  and 
the  National  Institute  for  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  in- 
clude organ  transplantation  among  their  priorities. 

Relatively  little  money  is  spent  on  imtiatives  to  increase  organ  donation.  DOT 
funds  grants  annually  to  support  donation  improvements,  with  a  budget  of  under 
$400,000.  AHCPR  provided  approximately  $1.6  million  for  a  three-year  study  of  the 
impact  of  required  request  laws.  NIAID  has  funded  a  donor  card  registry  study  with 
$360,000  over  three  years.  In  addition,  the  Office  of  Research  on  Minority  Health 
of  NIH  provided  $400,000  of  start-up  funding  for  a  program  to  encourage  minority 
organ  and  tissue  donation.  Approximate  annual  funding  of  organ  donation  projects 
amounts  to  about  $  1.5  million  per  year — to  solve  a  problem  that,  when  solved,  will 
lead  to  billions  in  savings  for  the  health  care  system  as  a  whole,  and  wiU  allow  the 
benefits  of  scientific  and  medical  research  to  be  fully  realized. 

Now  is  an  excellent  time  to  increase  support  for  organ  donation  initiatives.  The 
"state  of  the  art"  for  increasing  organ  donation  is  advancing,  but  it  must  be  ade- 
quately resourced  in  order  for  lull  benefits  to  accrue.  The  work  of  The  Partnership 
for  Organ  Donation  has  shown  that  immediate  and  large  increases  in  organ  dona- 
tion are  possible  by  improving  the  organ  donation  process  in  hospitals — dxiring  those 
crucial  several  hours  when  families  are  called  upon  to  consider  donating  the  organs 
or  tissues  of  a  loved  one  who  has  died. 

Key  components  of  an  effective  donation  process  include:  Identifying  all  potential 
donors.  Our  research  shows  that  roughly  one-third  of  all  potential  donors  are  never 
identified,  or  their  families  are  never  approached  about  donation;  and  another  one- 
third  of  all  potential  donor  families  refuse  consent.  We  have  found  that  if  a  request 
process  is  sensitive  to  the  family's  needs,  they  are  significantly  more  likely  to  con- 
sent to  donation. 

A  two-year  demonstration  project  conducted  in  four  regions  of  the  United  States 
by  The  Partnership  for  Organ  Donation  has  shown  that  improvements  to  the  dona- 


^  Eggers,  Paul,  Comparison  of  Treatment  Costs  Between  Dialysis  and  Transplantation,  Semi- 
nars in  Nephrology,  Volume  12,  No.  3  (May)  1992:  pp  284-289. 
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tion  process  in  hospitals  could  nearly  double  the  number  of  donors  over  the  current 
level. 

In  addition,  there  are  valid  public  education  goals  that  complement  the  hospital 
process,  and  can  lead  to  a  higher  propensity  to  donate.  Effective  public  education 
must  focus  on  the  appropriate  actions.  A  major  objective  should  be  to  encourage  and 
facilitate  family  discussion  about  organ  donation,  since  family  consent — and  not  a 
signed  donor  card — is  required  for  donation  to  take  place.  Recently,  the  most  defini- 
tive Gallup  Poll  ever  conducted  on  organ  donation  confirmed  that  the  vast  majority 
of  Americans  were  inclined  to  become  donors,  but  that  few  had  told  their  families 
of  their  wishes — the  key  step  to  ensuring  that  donation  wishes  will  be  respected  if 
the  circumstances  arise. 

There  are  also  persistent  misconceptions  about  the  impact  of  donation  on  the 
donor  and  the  family,  perceived  inequities  in  the  organ  transplantation  system,  and 
concerns  about  the  quality  of  medical  treatment  provided  to  someone  who  has  ex- 
pressed interest  in  donation.  These  misperceptions  are  particularly  widespread 
among  minority  groups,  and  must  be  addressed  if  we  are  to  attain  the  level  of  dona- 
tion that  will  resolve  the  organ  shortage. 

We  recommend  that  a  larger  share  of  resources  be  devoted  to  programs  to  in- 
crease organ  donation.  Current  spending  amounts  to  just  three  cents  per  dollar  in 
comparison  to  the  research  program  through  the  NIAID.  When  considered  in  rela- 
tion to  the  ESRD  program  which  benefits  directly  from  increases  in  organ  donation, 
spending  is  at  a  level  of  two  cents  per  one  hundred  dollars.  We  recommend  that  a 
spending  target  of  10  percent  of  research  dollars  on  transplantation  should  go  to- 
ward projects  to  increase  organ  donation,  with  evaluation  each  year  to  see  whether 
additional  investment  is  warranted. 

It  is  not  enough  to  spend  more  money;  programs  must  be  held  to  the  highest 
standards  of  performance.  Successful  programs  to  increase  donation  have  the  follow- 
ing characteristics,  thus  funding  should  be  directed  to  projects  that  satisfy  the  fol- 
lowing criteria:  Thorough  diagnosis  of  the  baseline  situation  and  clear,  measurable 
goals  and  outcomes;  focus  on  behavioral  changes  that  have  been  shown  through  re- 
search to  lead  to  higher  rates  of  donation;  methodologically  valid  evaluation  compo- 
nent so  that  changes  can  be  documented,  and  the  program  can  be  continually  re- 
fined and  improved;  and  an  active  program  for  dissemination  of  results  to  ensure 
that  successful  programs  can  be  replicated. 

We  recommend  that  funding  to  support  organ  donation  be  increased  in  the  follow- 
ing general  areas: 
— Improvements  in  hospital  process  focusing  on  identification  of  all  potential  do- 
nors, and  institutionalization  of  an  optimal  donor  process  that  meets  the  needs 
of  families  and  can  be  readily  implemented  by  medical  personnel  in  the  hos- 
pital. Recommended  funders:  NIH/DOT. 
— Establishment  of  practice  guidelines  for  hospital  personnel  regarding  optimal 

organ  donation  process.  Recommended  funder:  AHCPR. 
— Improvements  in  organ  procurement  organization  services  to  hospitals,  and  es- 
tablishment of  valid  standards  of  performance  for  organ  procurement  organiza- 
tions. Recommended  funder:  DOT. 
— Development  of  effective  public  education  campaigns  that  focus  on  key  behav- 
iors, especially  family  communication  about  donation,  address  common  misper- 
ceptions, and  incorporate  features  that  are  sensitive  to  minority  concerns  about 
donation  and  address  donation  issues  in  a  culturally  appropriate  manner.  Rec- 
ommended funder:  DOT. 

Senator  Harkin.  Again,  I  thank  you  all  for  being  here  and  for 
your  testimony.  I  am  sure,  as  I  have  said  many  times  today,  that 
we  are  just  not  going  to  get  the  levels  which  you  want  unless  we 
get  a  dedicated  source  of  revenue,  and  we  are  trying  to  get  that 
through  the  fund  for  health  research.  If  any  of  you  have  not  looked 
at  it,  I  would  hope  that  you  would  take  a  look  at  the  Harkin-Hat- 
field  proposal. 

As  Ms.  Beasley  just  said,  the  national  journal  said  that  the 
House  Budget  Committee  yesterday  requested  cutting  one-half  the 
increases  for  the  National  Institutes  of  Health.  So  it  is  going  down. 
It  is  going  the  other  way  rather  than  going  our  way.  So  we  need 
it  more  than  ever. 
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I  appreciate  all  of  you  being  here  and  ask  for  your  help  and  your 
support  in  that  effort,  too,  as  we  try  to  get  this  in  as  part  of  the 
health  reform  bill,  whatever  comes  through.  Thank  you  very  much. 

SUBCOMMITTEE  RECESS 

The  subcommittee  will  stand  in  recess  until  1  p.m.,  to  hear  from 
the  remaining  public  witnesses  here  in  SD-192. 

[Whereupon,  at  12:10  p.m.,  Wednesday,  March  2,  the  subcommit- 
tee was  recessed,  to  reconvene  at  1  p.m.,  the  same  day.] 


(Afternoon  Session,  1:05  p.m.,  Wednesday,  March  2,  1994) 

The  subcommittee  reconvened  at  1:05  p.m.,  Hon.  Daniel  Inouye 
presiding. 
Present:  Senators  Inouye  and  Gorton. 

NONDEPARTMENTAL  WITNESSES 

OPENING  REMARKS  OF  SENATOR  INOUYE 

Senator  Inouye.  The  hearing  will  please  come  to  order. 

And  to  all  of  you,  welcome  to  the  public  witness  hearings  of  the 
Subcommittee  on  Labor,  Health  and  Human  Services,  Education, 
and  Related  Agencies. 

This  afternoon,  we  will  receive  testimony  from  witnesses  rep- 
resenting 29  groups  on  a  number  of  programs  that  are  funded  by 
this  subcommittee.  And  I  look  forward  to  the  advice  from  each  of 
you  in  making  the  many  difficult  decisions  that  face  us  during  this 
year's  appropriation's  cycle. 

Before  we  begin  the  hearing,  let  me  summarize  just  how  serious 
and  severe  are  the  budgetary  problems  facing  us  this  year. 

The  reconciliation  bill  which  we  passed  last  year  essentially 
freezes  discretionary  outlays  over  the  next  5  years.  This  will  leave 
us  $25  billion  less  than  what  we  need  to  match  inflation  for  the 
coming  fiscal  year. 

Regrettably,  this  will  mean  that  we  will  be  forced  to  make  many 
tough  decisions.  I  hope  the  testimony  that  will  be  presented  to  the 
subcommittee  this  afternoon  and  over  the  next  few  weeks  will  help 
us  in  making  some  of  these  tough  decisions. 

STATEMENT  OF  HON.  DANIEL  K.  AKAKA,  U.S.  SENATOR  FROM  HAWAII 

Senator  Inouye.  Our  first  witness  will  be  my  distinguished  col- 
league from  Hawaii,  Hon.  Daniel  Akaka.  Also  with  him  will  be  our 
first  panel. 

And  if  I  may,  I  would  like  to  call  to  the  table  a  group  of  distin- 
guished witnesses  from  my  home  State:  Mr.  Pinky  Thompson,  rep- 
resenting the  Bishop  Estate;  Mr.  Greg  Dever  from  the  University 
of  Hawaii's  School  of  Medicine;  Ms.  Cora  Tellez  and  Michael 
Chaffin  of  the  Kaiser  Permanente  of  Hawaii;  Mr.  John  Dolly,  Uni- 
versity of  Hawaii's  School  of  Education;  and  Susan  Maley  from  the 
Bay  Clinic  in  Hilo. 

Senator  Akaka,  welcome,  sir. 

Senator  Akaka.  Thank  you  very  much,  Mr.  Chairman.  I  thank 
you  for  calling  this  hearing. 

As  you  pointed  out,  it  is  going  to  be  a  difficult  time  for  all  of  us 
in  the  Congress  as  we  begin  to  set  our  priorities. 

But  it  is  a  pleasure  to  be  here  to  offer  my  support  for  important 
health,  education,  and  labor  programs  in  the  State  of  Hawaii  and 
the  Pacific  Islands. 

I  will  make  this  very  brief,  Mr.  Chairman. 

(195) 
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But  I  want  the  record  to  show  that,  Mr.  Chairman,  you  have 
been  a  champion  for  native  Hawaiians  and  other  Pacific  islanders. 
Without  your  leadership  and  commitment,  they  would  never  have 
been  included  in  many  of  the  programs  from  which  they  rightfully 
benefit  today. 

I  am  sure  that  the  witnesses  from  Hawaii,  who  are  here  at  this 
table,  will  reaffirm  the  need  for  these  worthwhile  services. 

Through  such  programs  in  vocational  training,  health  care,  sub- 
stance abuse  prevention,  education,  and  social  and  economic  self- 
sufficiency,  and  nutrition,  native  Hawaiians  and  Pacific  islanders 
are  finally  receiving  the  kinds  of  critical  benefits  and  services  that 
will  help  in  stemming,  and  reversing,  the  dismal  history  of  neglect 
that  has  placed  them  at  or  near  the  bottom  in  all  social  and  eco- 
nomic indicators. 

As  you  know,  Mr.  Chairman,  there  is  one  individual  here  today 
who  deserves  special  recognition  for  his  tireless  efforts  in  providing 
opportunities  to  native  Hawaiian  youth.  And  that  is  Mr.  Pinky 
Thompson. 

Through  his  advocacy  and  your  leadership,  we  saw  the  establish- 
ment of  the  Native  Hawaiian  Education  Act,  the  Native  Hawaiian 
Health  Care  Act,  and  the  Native  Hawaiian  Culture  and  Arts  Pro- 
gram. 

I  would  like  to  wish  Pinky  well  in  his  retirement  as  a  Bishop  Es- 
tate trustee.  He  will  be  sorely  missed  in  that  capacity.  But  I  know 
that  we  will  continue  to  hear  about  his  increasing  efforts  on  behalf 
of  the  native  Hawaiian  community  and  our  other  Pacific  neighbors. 

Pinky  has  been  one  who  is,  what  you  might  call  a  quiet  and  ef- 
fective person  in  Hawaii  and  on  the  Hill  here,  the  Congress,  and 
has  been  very  helpful  in  securing  and  obtaining  and  bringing  about 
programs  that  have  been  helpful  to  the  Hawaiian  community. 

Mr.  Chairman,  in  closing,  I  would  simply  reiterate  my  strongest 
support  for  vitally-needed  increased  appropriations  for  programs 
aimed  at  restoring  native  Hawaiians  and  Pacific  islanders  to  their 
just  places  in  our  society. 

Thank  you  very  much,  Mr.  Chairman. 

Senator  Inouye.  All  right.  Thank  you,  sir.  Your  wise  words  will 
do  much  to  guide  us  in  the  coming  weeks.  And  I  can  assure  you 
that  this  committee  looks  upon  the  concerns  you  have  expressed  on 
native  Hawaiians  very  seriously.  We  thank  you  very  much. 

STATEMENT  OF  MYRON  B.  THOMPSON,  BISHOP  ESTATE 

Senator  Inouye.  And  now,  it  is  my  pleasure  to  call  upon  a  very 
distinguished  trustee  of  the  Bishop  Estate,  Mr.  Myron  B.  "Pinky" 
Thompson. 

Mr.  Thompson.  Aloha,  Mr.  Chairman  and  distinguished  commit- 
tee members. 

Once  again,  I  am  grateful  for  the  opportunity  to  testify  on  behalf 
of  native  Hawaiian  programs. 

This  is  an  especially  meaningful  testimony  for  me.  While  I  con- 
tinue to  speak  out  and  will  actively  be  involved  in  native  Hawaiian 
issues,  my  tenure  as  trustee  of  the  Kamehameha  Schools  Bishop 
Estate  is  drawing  to  a  close. 

It  is,  therefore,  time  to  reflect  on  how  far  we  have  come,  where 
we  are  today,  and  where  we  must  go  together  in  the  future. 
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I  want  to  acknowledge,  at  the  very  outset,  the  profound  positive 
contributions  of  Senator  Inouye. 

It  was  he  who  raised  the  question,  and  I  quote,  "What  can  we 
do  to  better  the  condition  of  the  Hawaiian  people?" 

He  asked  me  this  question  in  a  brief  conversation  in  a  hallway 
over  20  years  ago.  He  has  continued  to  seek  the  answers  and  to 
support  efforts  on  behalf  of  native  Hawaiians. 

What  has  been  accomplished  to  date?  First,  we  have  a  better  un- 
derstanding of  our  needs.  A  series  of  studies  in  education,  in 
health,  and  in  social  welfare  has  shown  that  these  needs  are  se- 
vere. 

As  just  one  example,  native  Hawaiian  children  start  school  be- 
hind others.  On  a  standard  vocabulary  test,  9  out  of  10  of  their 
peers  nationally  outscore  them. 

In  health,  native  Hawaiians  have  among  the  highest  rates  of  dia- 
betes, heart  disease,  and  certain  forms  of  cancer  in  the  country. 

We  also  now  have  a  clearer  definition  of  the  special  relationship 
between  the  U.S.  Government  and  the  native  Hawaiians.  The  U.S. 
Congress,  including  this  committee,  has  recognized  the  Federal 
Government's  trust  responsibility  to  native  Hawaiians. 

And  many  pieces  of  legislation  are  based  on  this  relationship,  in- 
cluding the  Native  Hawaiian  Education  Act  and  the  Native  Hawai- 
ian Health  Care  Improvement  Act. 

These  acts  currently  support  some  14  major  problems  for  native 
Hawaiians  in  health  and  education.  They  are  conducted  and  ad- 
ministered by  seven  separate  agencies  in  Hawaii.  These  are  cooper- 
ative agencies  with  State  and  private  entities,  including  the  Kame- 
hameha  Schools  Bishop  Estate. 

And  where  are  we  today?  First,  despite  the  fact  that  the  needs 
are  still  severe,  some  indicators  are  showing  improvement.  And  let 
me  share  just  a  few  examples. 

We  have  found  that  our  preschool  programs,  which  is  one  compo- 
nent of  the  federally-funded  family-based  education  centers,  are 
seeing  dramatic  improvement  in  vocabulary  scores  among  their 
students. 

The  Kamehameha  Schools  preschool  graduates  score  at  the  30th 
percentile  on  national  norms,  above  the  State  score  of  15th  percent- 
ile and  the  other  State  Department  of  Education  Hawaiian  chil- 
dren, who  score  at  the  10th  percentile. 

In  higher  education,  Hawaiian  enrollment  rates  at  the  University 
of  Hawaii  have  been  steadily  increasing.  Hawaiian  students  now 
comprise  11  percent  of  the  total  enrollment  in  the  University  of  Ha- 
waii system,  the  highest  rates  ever. 

Scholarship  and  counseling  programs,  like  the  Native  Hawaiian 
Higher  Education  Demonstration  Program,  seem  to  be  paying  off. 

And  Alu  Like's  Employment  and  Training  Program  is  offered  at 
statewide  intake  centers.  It  has  significantly  improved  job  place- 
ment rates  for  native  Hawaiians  to  about  79  percent,  well  above 
the  recommended  national  rate  of  62  percent. 

Alu  Like  also  conducts  the  Native  Hawaiian  Vocational  Edu- 
cation Program. 

A  statewide  set  of  native  Hawaiian  health  care  systems  is  now 
in  place,  providing  preventive  health  promotion  services  to  approxi- 
mately 8,000  native  Hawaiians  each  year. 
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And  where  do  we  go  from  here,  Mr.  Chairman?  Once  again,  Mr. 
Chairman,  I  strongly  recommend  continued  funding  of  native  Ha- 
waiian programs  within  your  constraints.  Federal  funding  does  not 
stand  alone. 

The  Kamehameha  Schools  Bishop  Estate  and  other  private  and 
State  funding  for  these  programs  complements  and  extends  the 
Federal  portion.  Thus,  more  leverage  is  provided  toward  positive 
social  change. 

We  are  greatly  encouraged  by  the  positive  results  that  are  being 
achieved  in  our  programs.  The  priorities  for  the  future  are  clear. 

One  is  early  childhood  education  and  health.  Education  and 
health  needs  are  intertwined.  This  means  programs  like  family- 
based  education  centers  working  together  with  programs  like 
Healthy  Start  of  the  State  Health  Department  of  Hawaii.  It  also 
means  health  promotion  and  disease  prevention  through  the  native 
Hawaiian  health  care  systems. 

A  second  priority  is — a  high  priority  is  self-sufficiency  through 
vocational  education  and  higher  education.  These  needs  are  also 
interconnected. 

Trained  native  Hawaiians  are  needed  at  all  levels  of  our  social 
structure.  And  only  through  education  will  true  empowerment 
come. 

And,  by  the  way,  Mr.  Chairman,  it  is  my  opinion  that  only 
through  education  will  true  sovereignty  be  achieved.  Native  Hawai- 
ians must  have  an  access  to  the  full  range  of  life's  opportunities  in 
this  global  economy. 

Finally,  Hawaiian  culture  and  values  should  underlie  all  aspects 
of  program  planning  and  implementation.  There  is  wide  interest  in 
and  support  of  Hawaiian  culture  and  value. 

This  is  significant  after  two  centuries  of  social  upheaval,  nearly 
wiping  out  Hawaiian  culture  as  we  have  known  them  to  be.  The 
culture  provides  the  foundation  for  all  of  our  programs. 

Mr.  Chairman,  we  have  made  a  terrific  start  together.  The  im- 
pact of  these  programs  will  go  beyond  my  own  tenure  as  a  Kame- 
hameha Schools  Bishop  Estate  trustee. 

It  will  lead  the  way  for  a  whole  new  generation  of  native  Hawai- 
ians, confident  in  their  cultural  heritage,  competent  in  today's 
world  skills,  excited  about  the  challenges  of  the  future  for  a  safe 
and  healthy  Hawaii. 

Thank  you. 

Senator  Inouye.  All  right.  Thank  you  very  much,  Mr.  Thompson. 
As  a  member  of  this  committee,  I  want  to  thank  you  for  all  of  the 
years  of  guidance  you  have  provided  us  with  your  wise  words. 

PREPARED  STATEMENT 

We  will  sorely  miss  them,  as  you  wind  up  your  long  and  distin- 
guished career  as  trustee  of  the  estate.  I  realize  that  the  Supreme 
Court  is  having  some  problems  in  trying  to  find  an  appropriate  suc- 
cessor. Your  shoes  are  too  big  to  fill.  So  I  hope  that  this  process 
will  last  a  few  more  years.  [Laughter.! 

And  apparently,  that  may  be  possible.  So  this  may  not  be  your 
final  presentation.  I  hope  it  is  not.  We  look  forward  to  your  contin- 
ued presence  here,  sir. 

Mr.  Thompson.  Thank  you. 
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[The  statement  follows:] 

Statement  of  Myron  B.  Thompson 

Aloha,  Mr.  Chairman.  Aloha,  distinguished  committee  members.  I  am  Myron 
Thompson,  trustee  of  the  Kamehameha  Schools  Bishop  Estate  (KSBE).  Once  again 
I  am  most  grateful  for  the  opportunity  to  testify  on  behalf  of  federally-funded  pro- 
grams for  Native  Hawaiians. 

This  is  an  especially  meaningful  testimony  for  me.  While  I  will  continue  to  speak 
out  and  be  actively  involved  in  Native  Hawaiian  issues,  my  tenure  as  trustee  of  the 
Kamehameha  Schools  Bishop  Estate  is  drawing  to  a  close.  It  is  a  time  to  reflect  on 
how  far  we  have  come,  where  we  are  today,  and  where  we  must  go  together  in  the 
future. 

I  want  to  acknowledge  at  the  very  outset  the  profound  positive  contributions  of 
Senator  Inouye.  It  was  he  who  raised  the  question,  "What  can  we  do  to  better  the 
condition  of  the  Hawaiian  people?"  He  asked  me  this  question  in  a  brief  conversa- 
tion in  a  hallway  over  twenty  years  ago.  He  has  continued  to  seek  the  answers  and 
to  support  efforts  on  behalf  of  Native  Hawaiians. 

At  that  time,  we  did  not  know  much  for  sure  about  social  and  educational  condi- 
tions affecting  Hawaiians,  only  that  their  general  status  was  depressed.  As  early  as 
1962,  a  report  by  the  Queen  Lili'uokalam  Children's  Center  indicated  severe  edu- 
cational needs  among  Native  Hawaiians.  During  the  1970's  several  social  and  an- 
thropological studies  also  alluded  to  these  conditions.  With  the  Senator's  help  and 
the  cooperation  of  federal,  state,  and  private  agencies,  we  began  a  process  of  more 
systematic  needs  assessment. 

WHAT  HAS  BEEN  ACCOMPLISHED? 

A  better  understanding  of  the  needs. — In  1983  the  Kamehameha  Schools  Bishop 
Estate  (KSBE)  published  the  first  Native  Hawaiian  Educational  Assessment  Project 
(NHEAP)  Report.  The  NHEAP  Report  and  follow-up  studies  have  been  used  since 
1983  to  plan  and  support  various  educational  programs,  including  the  federal  Native 
Hawaiian  Education  Act  (Public  Law  100-297,  1988). 

After  the  NHEAP  Report,  E  Ola  Mau,  the  Native  Hawaiian  Health  Needs  Study 
(1985),  was  completed,  coordinated  by  Alu  Like,  Inc.  Alu  Like  also  coordinated  a  Na- 
tive Hawaiian  Vocational  Education  Needs  Assessment  (1987).  Many  follow-up  stud- 
ies have  been  done,  and  this  year  a  ten-year  update  of  the  original  NHEAP  was 
completed  by  KSBE. 

We  now  have  a  much  more  complete  picture  of  health,  social,  and  economic  needs. 
In  past  testimony  before  this  committee  I  have  presented  many  of  these.  It  is  a  sad 
litany  of  low  achievement  test  scores,  low  economic  status,  and  high  disease  and 
death  rates. 

A  clearer  definition  of  the  special  relationship  between  the  United  States  Govern- 
ment and  Native  Hawaiians. — I  have  also  presented  the  critical  role  of  federally 
funded  programs  in  meeting  these  needs.  This  committee  has  been  instrumental  in 
this  regard,  by  recognizing  the  federal  government's  trust  responsibility  to  Native 
Hawaiians. 

In  1992  the  Native  Hawaiian  Health  Care  Improvement  Act  was  re-authorized. 
The  preamble  to  this  legislation  gives  the  most  detailed  statement  to  date  of  the 
unique  historical  and  legal  relationship  between  Native  Hawaiians  and  the  U.S. 
Government.  The  main  points  are  as  follows:  The  native  people  of  Hawai'i  lived  in 
a  highly  organized,  self-sufficient,  subsistence  social  system  which  had  evolved  over 
many  centuries  of  sovereignty  in  the  islands;  a  monarchial  government  was  estab- 
lished in  the  1800's  which  was  given  full  diplomatic  recognition  by  the  U.S.  govern- 
ment. Treaties  and  conventions  marked  the  govemment-to-govemment  relationship; 
the  Hawaiian  government  was  overthrown  by  a  group  of  mostly  American  business- 
men in  the  1890's  with  the  complicity  of  the  American  minister  to  the  Kingdom;  a 
formal  investigation  of  the  overthrow  concluded  that  the  U.S.  representatives  had 
abused  their  authority,  leading  President  Grover  Cleveland  to  call  for  restoration  of 
the  monarchy;  Cleveland's  successor,  President  McKinley,  supported  instead  Amer- 
ican annexation  of  Hawai'i.  Hawai'i  became  an  American  territory  in  1900;  and  from 
the  first.  Congress  recognized  that  it  had  a  special  obligation  to  the  native  inhab- 
itants of  the  islands.  In  1920  it  passed  the  Hawaiian  Homes  Commission  Act. 

A  WIDE  RANGE  OF  PROGRAMS  HAS  BEEN  CREATED 

Some  45  separate  pieces  of  federal  legislation  since  1920  have  recognized  Native 
Hawaiians.  Since  the  Native  Hawaiian  Education  Act  of  1988  additional  legislation 
has  been  passed  or  reauthorized.  Among  these  laws  are:  Native  Hawaiian  Health 
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Care  Act  of  1988,  re-authorized  1992;  Carl  Perkins  Vocational  and  Applied  Techno- 
logical Education  Act  Amendments  of  1990;  Department  of  Housing  and  Urban  De- 
velopment Reform  Act  of  1989;  Indian  Health  Care  Amendments  of  1988  (Native 
Hawaiian  Health  Professions  Scholarship  Program);  Native  American  Languages 
Act  of  1990;  National  Musevun  of  the  American  Indian  Act  of  1989;  and  Native 
American  Grave  Protection  and  Repatriation  Act  of  1990. 

These  acts  currently  support  some  14  major  progrsims  for  Native  Hawaiians  in 
health  and  education.  They  range  from  prenatal  education  to  programs  for  elders. 
From  cancer  screening  and  health  promotion  to  computer  training.  They  are  con- 
ducted and  administered  by  seven  separate  agencies  in  Hawai'i.  These  are  thus  co- 
operative efforts  with  state  and  private  entities,  including  the  Kamehameha 
Schools/Bishop  Estate. 

I  have  presented  in  the  past  a  detailed  status  report  on  these  federally-funded 
programs.  Today  I  want  to  summarize  where  we  are  in  terms  of  overall  needs  and 
where  our  experience  suggests  we  should  be  headed  in  the  future. 

WHERE  ARE  WE  TODAY? 

Needs  persist. — ^The  recently  completed  Native  Hawaiian  Educational  Assessment 
1993  shows  that  severe  educational  needs  continue.  These  needs  include: 

1.  Lack  of  school  readiness. — Risk  factors  for  Native  Hawaiian  children  start  be- 
fore birth  with  a  lack  of  prenatal  care.  In  addition,  in  Hawai'i  in  1990,  38  percent 
of  all  infant  deaths,  and  45  percent  of  all  teenage  mothers  were  Native  Hawaiian. 

Native  Hawaiian  youngsters  enter  kindergarten  with  lower  vocabulary  scores 
than  other  children.  In  1989  they  were  at  the  10th  percentile  on  national  norms. 
This  has  not  improved  since  1982-83. 

2.  Lower  basic  skills. — In  achievement  tests  of  basic  skills.  Native  Hawaiian  stu- 
dents continue  to  perform  below  national  norms  and  other  groups  in  Hawai'i.  They 
are  below  other  students  at  all  grade  levels  and  in  the  subtests  including  Total 
Reading,  Total  Math,  Science,  and  Social  Science. 

3.  High  dropout  and  absenteeism  rates. — For  school  years  1988-1991,  approxi- 
mately 17  percent  of  Native  Hawaiian  students  enrolled  in  junior  year  were  not  en- 
rolled in  senior  year.  For  all  students  statewide  the  rate  was  about  11  percent. 

In  1991-92,  approximately  18  percent  of  all  Native  Hawaiian  secondary  school 
students  in  public  schools  were  considered  excessively  absent  compared  with  9  per- 
cent of  non-Hawaiian  students. 

4.  Low  college  enrollment  and  completion  rates. — The  1990  Census  showed  that 
only  9  percent  of  Hawaiian  adults  had  completed  college,  compared  with  22  percent 
of  the  adults  in  the  state  as  a  whole. 

5.  High  drug  and  alcohol  use. — On  recent  statewide  surveys,  Hawaiian  students 
reported  heavier  use  of  alcohol  and  drugs  than  other  students  at  all  four  grade  lev- 
els surveyed  (6,  8,  10,  and  12). 

Other  needs  should  not  be  forgotten.  Labor  and  economic  statistics  still  show  that 
Hawaiians  as  a  group  experience  lower  family  income  levels,  higher  unemployment, 
and  underrepresentation  in  important  professions  such  as  heaJth  care.  Ironically, 
Native  Hawaiians  are  overrepresented  among  the  homeless  in  Hawaii. 

In  the  health  area.  Native  Hawaiians  still  are  at  high  risk  for  many  diseases,  es- 
pecially diabetes,  heart  disease,  and  certain  forms  of  cancer.  These  risks  often  in- 
volve behavioral  factors  that  can  be  improved  by  preventive  programs. 

SOME  INDICATORS  SHOW  IMPROVEMENT 

1.  Preschool  improves  school  readiness. — Kamehameha  Schools'  preschool   pro- 

g'ams,  which  are  one  component  of  the  federally  funded  Family-Based  Education 
enters,  are  seeing  dramatic  improvement  in  vocabulary  scores  among  their  stu- 
dents. This  improvement  has  been  found  to  persist  into  kindergarten.  KS  preschool 
graduates  score  at  the  30th  percentile  on  national  norms,  above  the  state  score  of 
15th  percentile  and  other  DOE  Hawaiian  children,  who  score  at  the  10th  percentile. 

2.  Enrollment  at  the  University  of  Hawai'i  is  increasing. — Hawaiian  enrollment 
rates  at  the  University  of  Hawai'i  have  been  steadily  increasing.  Hawaiian  students 
now  comprise  11  percent  of  the  total  enrollment  in  the  University  of  Hawai'i  system 
(four-  and  two-year  schools),  and  over  6  percent  of  the  student  body  at  the  four-year, 
baccalaureate-granting  Manoa  campus.  Scholarship  and  counseling  programs  like 
the  Native  Hawaiian  Higher  Education  Demonstration  Program  seem  to  be  paying 
off. 

3.  Drug  and  alcohol  use  rates  have  declined. — Surveys  conducted  by  the  Hawai'i 
State  Department  of  Education  drug  and  alcohol  usage  rates  declined  between  1987 
and  1989,  and  seem  to  have  leveled  off  in  1991.  "There  is  guarded  optimism  that 
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preventive  education  efforts  such  as  the  Native  Hawaiian  Drug-Free  Schools  and 
Communities  Program  are  having  a  positive  effect. 

4.  Interest  in  the  Hawaiian  culture  is  strong. — Of  all  the  educational  trends  we 
have  followed,  this  is  the  most  positive.  There  is  community-wide  support  for  and 
interest  in  Hawaiian  culture,  arts,  crafts,  sport  and  games,  values,  religion  and  lan- 
guage. This,  after  two  centuries  of  social  upheaval  nearly  wiped  out  the  Hawaiian 
culture. 

As  an  example,  seven  Hawaiian  language  immersion  preschools  conducted  by  Aha 
Punana  Leo,  have  opened  across  the  state.  Partially  funded  under  the  federal  Fam- 
ily-Based Education  Centers,  these  preschools  have  seen  a  yearly  increase  in  enroll- 
ment and  strong  parental  involvement. 

Other  programs  are  also  having  a  positive  effect.  ALU  LIKE,  Inc.  is  a  Native  Ha- 
waiian organization  which  aims  at  social  and  economic  self-sufficiency.  The  Employ- 
ment and  Training  Program  is  offered  at  statewide  intake  centers  and  has  signifi- 
cantly improved  job  placement  rates  for  Native  Hawaiians.  The  rate  for  program 
graduates  is  about  79  percent,  compared  with  a  recommended  national  rate  of  62 
percent. 

ALU  LIKE's  Hawai'i  Computer  Training  Center,  a  project  of  the  Native  Hawaiian 
Vocational  Education  Program,  has  won  national  recognition  as  an  outstanding 
training  program  by  IBM.  Analysis  indicates  a  279  percent  return  on  investment. 

Health  needs  of  Native  Hawaiians  are  being  addressed  by  Papa  Ola  Lokahi  and 
a  statewide  system  of  Native  Hawaiian  Health  Care  Systems.  They  have  already 
provided  service  to  approximately  8,000  Native  Hawaiians. 

RECOMMENDATIONS 

We  are  greatly  encouraged  by  the  positive  results  that  are  being  achieved  in  our 
programs.  There  is  much  work  still  to  be  done.  As  we  have  seen,  indicators  such 
as  standardized  test  performance  are  very  difficult  to  improve  in  a  short  time.  Ulti- 
mately social  change  will  take  many  years.  The  priorities,  however,  are  clear. 

1.  The  top  priority  is  early  childhood  education  and  health. — The  fact  that  needs 
start  even  before  birth  indicates  that  it  is  particularly  important  to  start  educational 
efforts  at  the  very  early  ages.  As  more  and  more  Hawaiian  students  start  school 
ready  and  eager  to  learn  the  other  indicators  will  move  in  a  positive  direction. 

These  needs  are  intertwined.  In  education,  this  means  programs  like  Family- 
Based  Education  Centers  working  together  with  programs  like  Healthy  Start.  It  also 
means  health  promotion  and  disease  prevention  through  the  Native  Hawaiian 
Health  Centers. 

2.  Also  a  high  priority  is  both  vocational  education  and  programs  that  Promote 
enrollment  and  completion  of  higher  education. — ^These  needs  are  also  intertwined 
and  are  the  other  end  of  the  age  spectrum.  The  relationship  between  educational 
level  and  socioeconomic  status  has  been  clearly  demonstrated.  Trained  Native  Ha- 
waiians are  needed  at  all  levels  of  our  social  structure.  Only  through  education  will 
true  empowerment  come.  Native  Hawaiians  must  have  access  to  the  full  range  of 
life's  opportunities  in  the  coming  global  economy. 

3.  Infuse  Hawaiian  culture  in  all  aspects  of  program  planning  and  implementa- 
tion.— The  culture  provides  the  glue  that  holds  the  programs  together.  But  it  is  not 
just  speaking  the  language  or  knowing  the  customs.  It  is  living  and  breathing  val- 
ues such  as  lokahi,  the  harmony  of  body,  mind,  and  spirit. 

Once  again,  Mr.  Chairman,  I  strongly  recommend  continued  funding  for  Native 
Hawaiian  Programs.  Federal  funding  does  not  stand  alone.  Kamehameha  Schools/ 
Bishop  Estate  and  other  private  and  state  funding  for  these  programs  complements 
and  extends  the  federal  portion.  Thus  more  leverage  is  provided  towards  positive  so- 
cial change. 

Mr.  Chairman,  we  have  made  a  terrific  start.  The  impact  of  these  programs  will 
go  beyond  my  own  tenure  as  a  Kamehameha  Schools  Bishop  Estate  trustee.  It  will 
lead  the  way  for  a  whole  new  generation  of  Native  Hawaiians,  confident  in  our  cul- 
tural heritage,  competent  in  today's  world  skills. 

STATEMENT  OF  GREGORY  J.  DEVER,  M.D.,  UNIVERSITY  OF  HAWAU'S 
SCHOOL  OF  MEDICINE 

Senator  INOUYE.  And  now,  it  is  my  pleasure  to  recognize  Dr. 
Greg  Dever  of  the  School  of  Medicine  of  the  University  of  Hawaii. 

Dr.  Dever.  Thank  you,  Mr.  Chairman. 

On  behalf  of  Dean  Christian  Gulbrandsen  of  the  John  Bums 
School  of  Medicine,  I  am  privileged  to  be  here  today. 
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I  have  traveled  12,000  miles  from  the  State  of  Pohnpei  in  the 
Federated  States  of  Micronesia  to  talk  about  health  and  work  force 
issues  in  the  Western  Pacific. 

This  committee  has  been  singular  in  its  efforts  through  funding 
301  Pacific  Health  Initiatives  Programs,  Technical  Assistance  Pro- 
grams at  the  Office  of  Territorial  International  Affairs  at  the  De- 
partment of  the  Interior  and  through  foreign  assistance  through 
Foreign  Operations  Law  in  developing  the  capacity  for  improving 
health  and  work  force  capacity  throughout  the  U.S. -associated  Pa- 
cific islands. 

If  it  had  not  been  for  this  committee,  the  new  happenings  in  the 
Pacific  in  health  just  would  not  be  happening. 

In  1981,  former  dean  of  the  John  Bums  School  of  Medicine,  Ter- 
ence Rogers,  was  stranded  in  the  Marshall  Islands  with  the  now 
secretary  of  the  Federated  States  of  Micronesia,  Eliuel  Pretrick. 

They  were  dealing  with  a  very  difficult  problem.  There  are  vir- 
tually no  indigenous  physicians  in  Micronesia.  And  none  were  in 
medical  school. 

All  of  the  efforts  that  have  been  made  over  the  last  25  years  to 
produce  physicians  for  this  area,  unfortunately,  just  have  not 
proved  productive. 

In  dealing  with  this  problem,  they  decided  that  a  new  approach 
would  be  needed  to  develop  in-country  a  medical  school  that  would 
appropriately  address  the  health  care  needs  of  these  special  is- 
lands. 

Dr.  Rogers  returned  to  Hawaii.  And  through  the  efforts  of  the 
congressional  delegation — and  specifically  yourself,  sir — and  Dr. 
Pretrick  in  returning  back  to  his  colleagues  in  Micronesia  and  de- 
veloping the  political  leadership  there,  together  these  two  men  with 
your  assistance  through  the  committee  were  able  to  find  the  appro- 
priate funding  to  develop  the  Pacific  Basin  Medical  Officers  Train- 
ing Program,  which  is  now  in  its  eighth  year. 

And  I  come  to  you  today  to  give  you  good  news.  There  are  33  new 
graduates  from  the  American  Samoa  and  Micronesia  now  working 
back  in  the  islands. 

This  is  more  than  all  of  the  American  Samoans  and  Micronesians 
that  have  graduated  from  any  medical  school  in  the  last  25  years. 

When  the  program  winds  down  in  1996,  there  should  be  a  total 
of  78  Micronesians  and  American  Samoan  physicians.  The  impact 
on  the  islands  is  already  immediate,  back  in  their  jurisdictions. 

But  it  is  even  more  than  that.  It  has  gone  wider.  In  1988,  the 
World  Health  Organization  asked  the  John  Bums  School  of  Medi- 
cine to  join  a  task  force  which  is  popularly  called  the  Rescue  of  the 
Fiji  School  of  Medicine. 

The  Pacific  Basin  Medical  Officers  Training  Program  was  invited 
because  of  its  experience  in  developing  criteria  for  in-country  physi- 
cian training. 

Our  recommendations  were  not  only  accepted  by  WHO,  but  also 
the  Ministry  of  Health  of  Fiji.  And  our  associate  director  went  back 
to  Fiji  to  become  the  dean.  And  they  are  now  in  their  fourth  year 
of  a  very  successful  program  which,  basically,  was  started  at  the 
Pacific  Basin  Medical  Officers  Training  Program. 

To  follow  that  up,  the  John  Bums  School  of  Medicine  has  gone 
into  a  formal  relationship  with  the  Ministry  of  Health  of  Fiji  to  de- 
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velop  WHO-supported  postgraduate  training  programs,  specifically 
for  those  people  from — the  graduate  physicians  from  Micronesia 
and  American  Samoa,  to  lock  in  self-sufficiency  for  the  islands. 

And  as  our  program  winds  down,  it  will  be — there  will  be  more 
opportunities  for  the  students  from  the  islands  to  go  to  the  Fiji 
School  of  Medicine  with  its  rejuvenated  curriculum,  thereby  pre- 
venting, again,  in  the  next  15  to  20  years  another  physician  crisis 
in  the  region. 

Through  the  301  Pacific  Health  Initiative  funding,  through  tech- 
nical assistance  funding,  through  the  Department  of  the  Interior, 
and  through  funding  through  the  foreign  operations  instructing  the 
U.S.  International  Agency  for  Development  to  support  activities  at 
the  Fiji  School  of  Medicine,  this  committee  has  been  very  concrete 
and  very  definite  in  its  development  of  the  capacity  for  developing 
health  in  the  Western  Pacific. 

And  this  is  good  news.  And  it  is  immediate  good  news.  And  it 
will  go  on  into  the  future  and  into  the  next  millennium. 

And  speaking  on  behalf  of  the  president  of  the  Pacific  Islanders 
Health  Officers  Association,  who  also  brings  you  greetings — and 
that  is  the  Honorable  Masao  Ueda,  who  is  the  Minister  of  Health 
of  the  Republic  of  Palau. 

They  also  are  very  happy  about  the — about  these  results,  because 
there  are  virtually  no  physicians  in  that  area  of  indigenous  de- 
scent. 

Among  our  graduates  are  the  first  women  ever  physicians  from 
the  Federated  States  of  Micronesia  and  also  the  Marshall  Islands. 
The  impact  on  the  health  care  of  women  and  children  is  going  to 
be  very  significant  into  the  next  millennium. 

There  are  many  things  to  be  done  in  the  future.  PIHOA  is  cer- 
tainly asking  for  some  assistance  with  regards  to  dental  officer 
training.  There  are  only  five  dentists  in  all  of  Micronesia  now.  And 
nobody  is  virtually  in  dental  school  anywhere. 

There  are  large  agendas.  Through  your  assistance,  technical  as- 
sistance funds  at  the  Department  of  the  Interior,  the  School  of  Pub- 
lic Health  has  trained,  as  of  this  summer,  over  50  Micronesians 
and  American  Samoans  who  are  on  their  way  to  getting  a  masters 
in  public  health  to  lend  support  for  the  development  of  health  ca- 
pacity in  the  region. 

This  committee  has  done  much  to  be  proud  of  itself.  We  hope 
that  you  stay  the  course  and  continue  to  support  these  programs 
so  that  we  are  able  to  finish  the  agenda  that  this  committee  so  well 
started. 

Thank  you,  sir. 

Senator  Inouye.  Thank  you,  Dr.  Dever. 

Before  proceeding,  may  I  assure  all  of  the  witnesses  that  your 
prepared  statements  will  be  made  a  part  of  the  record. 

I  notice  that  witnesses  are  summarizing  their  full  statement.  But 
your  good  words  and  good  works  will  be  made  a  part  of  this  record. 

The  program  is  about  to  wind  down,  but  you  have  suggested  that 
if  we  do  so,  we  will  be  faced  with  another  physicians  crisis  in  about 
15  or  20  years. 

Dr.  Dever.  Well,  it  is  because,  I  think,  of  the  foresight  of  this 
committee  in  actually  supporting  the  activities  at  the  Fiji  School  of 
Medicine,  which  is  now  back  on  track — our  program  came  into 
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being  because  of  the  academic  and  political  problems  at  the  Fiji 
School  of  Medicine,  which  almost  closed. 

There  had  been  virtually  no  graduates  from  Micronesia  in  the 
last  25  years  from  the  the  Fiji  School  of  Medicine.  Through  the  as- 
sistance of  the  John  Bums  School  of  Medicine,  which  is  acknowl- 
edged by  the  World  Health  Organization  in  testimony  before  you, 
and  the  John  Bums  School  of  Medicine's  relationship  now  with  the 
Fiji  School  of  Medicine,  we  feel  that  this  crisis  will  be  averted  and 
that  we — that  this  committee  will  not  have  to  address  this  issue 
again,  in  15  to  20  years. 

There  will  be  improved  access  of  Micronesians  back  to  the  Fiji 
School  of  Medicine,  with  improved  success  rates  of  graduation. 

Senator  Inouye,  All  right.  Most  Americans  are  not  aware  that  ei- 
ther as  a  result  of  a  mandate  of  the  United  Nations  or  by  agree- 
ments reached  between  these  new  emerging  nations  in  Micronesia 
and  the  United  States,  we  have  an  obligation  to  the  people  there 
to  provide  certain  assistance  programs. 

And  this  is  one  of  them.  And  I  am  happy  that  the  School  of  Medi- 
cine of  the  University  of  Hawaii  is  playing  an  important  role  in  ful- 
filling this  obligation  on  the  part  of  our  Nation.  And  I  congratulate 
you,  sir. 

PREPARED  STATEMENT 

Dr.  Dever.  On  behalf  of  PIHOA,  the  Pacific  Island  Health  Offi- 
cers Association  with  the  executives  in  health  of  the  U.S. -associ- 
ated Pacific  islands,  I  thank  you,  sir. 

Senator  Inouye.  Thank  you. 

[The  statement  follows:] 

Statement  of  Gregory  J.  Dever 

I  thank  you  for  this  opportunity  today  to  address  this  forum  and  I  am  honored 
to  represent  the  University  of  Hawaii's  John  A.  Bums  School  of  Medicine  on  behalf 
of  Dean  Christian  Gulbrandsen.  I  also  bring  greetings  to  this  Committee  from  the 
President  of  the  Pacific  Island  Health  Officers  Association,  the  Honorable  Masao 
Ueda,  Minister  of  Health  of  the  Republic  of  Belau.  As  you  well  know  PIHOA  are 
the  chief  executives  in  health  of  the  U.S. -Associated  Pacific  Islands. 

I  speak  as  the  Director  of  the  Pacific  Basin  Medical  Officers  Training  Program, 
which  is  based  in  the  state  of  Pohnpei  in  the  Federated  States  of  Micronesia.  The 
PBMOTP  is  a  5-year  physician  training  program  which  has  been  supported  since 
1986  by  U.S.  Public  Health  Service  301  Pacific  Basin  Health  Initiative  funding.  This 
program,  which  was  developed  to  address  the  indigenous  physician  workforce  short- 
age in  Micronesia  and  American  Samoa,  is  conducted  by  John  A.  Bums  School  of 
Medicine. 

I  bring  good  news  to  this  Committee  who,  in  their  foresight,  have  directly  sup- 
ported such  capacity  building  programs  in  health  workforce  development  of  physi- 
cians, nurses,  and  public  health  and  other  health  service  professionals  throughout 
the  region  by  funding  U.S.  Pubhc  Health  Service  Section  301  programs.  Department 
of  Interior  Technical  Assistance  programs,  and,  most  recently,  through  foreign  as- 
sistance funding  (Pubhc  Law  103-87)  to  the  U.S.  Agency  for  International  Develop- 
ment, to  specifically  promote  Pacific-based  postgraduate  medical  training  for  grad- 
uate physicians  from  Micronesia  and  American  Samoa. 

My  testimony  will  address  the  remarkable  impact  that  one  such  University  of  Ha- 
waii program  has  had  which  has  become  an  incountry  training  model  for  other  pro- 
grams in  the  U.S.-Associated  Pacific  Islands  and  for  the  Pacific  in  general. 

Since  its  inception  in  1967,  the  John  A.  Burns  School  of  Medicine  has  had  a  deep 
commitment  to  addressing — along  with  the  Schools  of  Nursing  and  Public  Health — 
the  indigenous  health  work  force  shortage  crisis  in  Micronesia  and  American 
Samoa.  Previous  testimonies  by  former  JABSOM  Dean  Terence  Rogers,  Dean 
Gulbrandsen,  and  Associate  Dean  Satoru  Izutsu  have  briefed  this  Committee  on  the 
rather  grim  health  work  force  statistics  as  well  the  health  status  of  the  people 
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among  the  U.S.  related  Pacific  islands  and  have  set  the  stage  for  practical  solutions 
on  how  to  address  these  frustrating  problems. 

However,  without  trying  to  seem  too  optimistic,  the  situation  is  dramatically 
changing.  The  impact  of  this  Committee's  foresight  in  staying  the  course  in  support- 
ing the  Section  301  funding  for  the  Pacific  Basin  Medical  Officers  Training  Program 
is  not  only  reaping  direct  and  visible  benefits  among  the  U.S. -Associated  Pacific  Is- 
lands, but  has  become,  in  part,  a  catalyst  of  change  for  the  Pacific,  complimenting 
the  work  of  the  World  Health  Organization,  JABSOM's  acad»>mic  recommendations 
accepted  by  WHO  and  the  Ministry  of  Health  of  Fiji,  but  the  then  charter  Associate 
Director  of  the  PBMOTP  returned  to  the  Fiji  School  of  Medicine  to  become  its  new 
Dean.  The  Fiji  School  of  Medicine  is  now  in  its  fourth  year  of  implementing  a  new 
curriculum  which,  in  part,  was  developed  at  the  PBMOTP. 

But  the  impact  of  this  Committee's  support  of  the  program  has  not  ended  there. 
In  order  to  ensure  accessibility  for  appropriate  formal  postgraduate  medical  training 
for  Uie  new  physician  graduates  from  Micronesia  and  American  Samoa,  and  thereby 
lock  in  that  work  force  self-reliance  needed  among  the  islands,  JABSOM  in  1992, 
after  consultation  with  the  then  Prime  Minister  of  Fiji,  went  into  formal  relation- 
ship with  the  Ministry  of  Health  of  Fiji  for  the  purpose  of  assisting  the  Fiji  School 
of  Medicine  in  developing  Fiji's  WHO-supported  postgraduate  medical  training  pro- 
grams— the  next  educational  step  after  medical  school  and  Intern  physician  train- 
ing. WHO  formally  supports  JABSOM's  efforts  in  this  area. 

Again,  this  Committee,  last  year  in  an  effort  to  compliment  its  Section  301  efforts 
in  the  Western  Pacific,  through  language  in  Foreign  Operations  Law  103-87,  has 
given  timely  financial  assistance  to  the  Fiji  School  of  Medicine — through  the  U.S. 
Agency  for  International  Development — to  develop  the  appropriate  infrastructure  for 
ongoing  medical  student  and  postgraduate  physician  training  of  Pacific  Islanders — 
but  especially  those  the  South  Pacific  Commission,  and  the  traditional  Pacific-rim 
donor  countries  committed  to  improving  the  health  of  the  entire  Pacific. 

To  date,  the  PBMOTP  has  graduated  33  physicians  from  Micronesia  and  Amer- 
ican Samoa — 32  of  whom  are  working  in  various  stages  of  their  2-year  Internships — 
in  their  own  islands.  These  graduates  represent  more  than  the  combined  total  of  all 
Micronesian  and  American  Samoan  physicians  who  have  graduated  from  any  medi- 
cal school  in  the  last  25  years.  Included  among  these  graduates  are  fourteen 
women — some  of  whom  represent  the  first  ever  female  physicians  of  indigenous  de- 
cent from  the  islands  of  Chuuk,  Pohnpei,  Yap,  and  the  Marshall  Islands.  The  impact 
of  these  graduates  on  their  jurisdictions  has  been  overwhelmingly  positive  and  their 
enthusiasm  and  raised  self  esteem  is  infecting  other  sectors  of  the  health  work  force 
system.  By  1996  when  this  sunset  program  is  scheduled  to  close,  78  physicians  will 
have  graduated  approximating  the  number  of  new  physicians  estimated  as  able  to 
be  afforded  by  these  developing  island  states  and  countries  by  the  year  2000. 

The  impact  of  this  program  goes  beyond  the  U.S. -Associated  Pacific  Islands.  In 
1988  the  World  Health  Organization  asked  JABSOM  to  join  an  "Action  Plan  Task 
Force"  for  what  the  current  Dean  of  the  Fiji  School  of  Medicine  calls  "the  WHO  task 
force  for  the  rescue  of  the  Fiji  School  of  Medicine".  JABSOM  was  invited  to  partici- 
pate because  of  its  pioneering  work  at  the  PBMOTP  in  developing  appropriate  medi- 
cal school  curricula  for  training  Pacific  physicians  in-country  in  an  effort  to  not  only 
improve  graduation  rates  but  also  to  aiminish  outmigration  of  its  physician  grad- 
uates. Not  only  were  from  Micronesia  and  American  Samoa. 

Another  example  of  this  Committee's  commitment  to  health  work  force  capacity 
building  has  been  in  support  of  Technical  Assistance  programs  by  the  Office  of  Ter- 
ritorial and  International  Affairs  at  the  Department  of  Interior.  Since  1991  the  UH's 
School  of  Public  Health  has  conducted  an  outreach  Certificate  in  Public  Health  pro- 
gram for  the  U.S.  related  Pacific  Islands.  By  this  summer  59  Micronesians,  Guama- 
nians,  and  American  Samoans— including  12  PBMOTP  graduates  and  undergradu- 
ates— will  have  received  their  certificate  which  is  15  graduate-level  credits  towards 
a  Masters  in  Public  Health.  A  third  entry  class  is  scheduled  for  this  year. 

However,  there  continue  to  be  many  problems.  There  is  a  chronic  and  sometimes 
desperate  shortage  of  appropriately  trained  nurses  throughout  the  repon.  The  Fed- 
erated States  of  Micronesia  are  requesting  more  U.S.  Public  Health  Service  person- 
nel to  assist  them  in  their  infrastructure  development  (specifically  an  epidemiologist 
and  pharmacist).  And  PIHOA  is  very  worried  that  there  are  only  5  dentists  in  all 
Micronesia  and  virtually  no  Micronesian  dentists  in  training.  The  President  of 
PIHOA  has  asked  me  to  state  in  inclusion  testimony,  which  I  append,  that  "the  Sec- 
tion 301  Pacific  Basin  initiative — which  provides  the  projects  to  build  capacity  and 
improve  health  services  and  systems — has  been  the  single  most  important  resource 
in  developing  a  sound  and  practical,  short  and  long  term  strategy  for  career  ladder 
training". 
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Through  the  Section  301  and  Technical  Assistance  funding  and  the  creative  com- 
pUmentary  funding  in  the  recent  Foreign  Operations  law  mentioned,  the  select  sec- 
tors of  the  health  work  force  shortage  crisis  in  the  U.S. -related  Pacific  Islands  are 
being  effectively  addressed.  Staying  the  course  to  support  the  funding  to  creatively 
address  the  other  regional  work  force  shortages  in  dentistry,  nursing,  public  health, 
and  in  the  allied  health  professions  will  go  a  long  way  to  promote  self  sufficiency 
in  the  health  work  force  sector  and  improve  the  well  being  of  the  people  of  the  U.S. 
Associated  Pacific  Islands  and  the  entire  Pacific. 

On  behalf  of  the  Dean  of  the  John  A.  Bums  School  of  Medicine,  the  faculty,  stu- 
dents, and  graduates  of  the  Pacific  Basin  Medical  OflBcers  Program,  and  PIHOA,  I 
thank  this  Committee  for  its  commitment  to  improving  the  health  care  needs  of  the 
people  of  the  U.S. -Associated  Pacific  Islands  through  its  coordinated  fiinding  efforts 
in  support  of  the  301  Pacific  Basin  Health  Initiative,  Technical  Assistance  programs 
at  the  Department  of  Interior,  and  U.S.  AID  funding  to  the  Fiji  School  of  Medicine. 

STATEMENT     OF     CORA     TELLEZ,     VICE     PRESffiENT     OF     KAISER 
PERMANENTE  OF  HAWAII 

ACCOMPANIED     BY    DR.     MICHAEL     CHAFFIN,     PRESIDENT,     HAWAII 
PERMANENTE  MEDICAL  GROUP,  INC. 

Senator  INOUYE.  And  our  next  witnesses  represents  the  Kaiser 
Permanente  of  Hawaii,  Dr.  Michael  Chaffin  and  Ms.  Cora  Tellez. 

Ms.  Tellez.  Aloha  and  good  afternoon,  Mr.  Chairman. 

My  name  is  Cora  Tellez.  I  am  vice  president  of  the  Kaiser 
Permanente  Medical  Care  Program  and  regional  manager  of  its 
Hawaiian  region. 

I  am  joined  today  by  my  partner,  Mr.  Michael  Chaffin,  president 
of  the  Hawaii  Permanente  Medical  Group. 

I,  too,  would  like  to  acknowledge  you.  Senator,  for  the  support 
and  encouragement  you  have  given  us  in  our  programs  that  are 
aimed  at  immigrants  and  native  Hawaiians. 

It  is  a  pleasure  today  to  report  to  you  on  some  of  the  things  that 
we  have  done. 

As  you  may  know.  Kaiser  Permanente  is  a  federally  qualified 
health  maintenance  organization.  In  our  Hawaii  region,  we  own 
and  operate  a  200-bed  medical  center,  a  55-bed  skilled  nursing  fa- 
cility, and  12  clinics  on  the  islands  of  Oahu,  Maui,  and  Hawaii. 

We  care  for  about  190,000  Hawaii  residents.  In  Hawaii,  we  are 
guided  by  the  philosophy  of  caring  for  Hawaii's  people  like  family. 

And  I  am  here  today  to  demonstrate  how  we  carry  out  this  phi- 
losophy in  programs  that  increase  access  to  health  care,  that  in- 
crease employment  opportunities  for  health  care  professionals,  and 
that  improve  the  quality  of  health  care  in  rural  areas,  and  in  doing 
so,  benefit  native  Hawaiians. 

I  am  also  here  today  to  ask  for  your  support  for  programs  that 
will  assist  our  State  in  meeting  the  unmet  health  care  needs  of  our 
citizens  in  rural  areas  and  special  populations. 

Some  have  called  Hawaii  a  model  health  care  system,  because  of 
our  low  rate  of  uninsured,  low  premium  rates  in  comparison  with 
other  States,  and  favorable  health  status  indicators. 

However,  and  not  taking  away  from  any  of  those  accomplish- 
ments, we  still  have  a  gap  group,  the  so-called  working  poor  or 
part-time  workers  who  neither  qualify  for  employer-based  health 
plans  nor  Medicaid,  or  recent  immigrants  who  are  without  health 
care  coverage. 

To  address  the  needs  of  the  gap  group.  Kaiser  Permanente  devel- 
oped a  dues  subsidy  program.  When  the  Hawaii  legislature  created 
the  State  Health  Insurance  Program,  called  SHIP,  in  1989,  Kaiser 
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Permanente  was  the  only  HMO  to  develop  a  program  for  SHIP  eli- 
gibles. 

We  participate  in  this  program  by  providing  enrollees  with  com- 
prehensive health  benefits  and  subsidizing  the  cost.  The  way  it 
works  is  that  the  State  pays  65  percent  of  the  total  dues.  We  pay 
30  percent.  And  the  members  pay  an  average  of  5  percent,  depend- 
ing on  household  income. 

Beginning  on  July  1,  if  our  bid  is  accepted,  we  will  also  be  par- 
ticipating in  Hawaii's  Health  Quest  Program.  This  is  a  Medicaid 
demonstration  project  which  will  combine  the  AFDC,  SHIP,  and 
general  assistance  populations  under  a  single  managed  care  plan. 

And  as  the  sole  provider  of  a  capitated,  managed  health  care 
plan  for  Medicaid  since  1973,  we  are  certainly  hopeful  that  this  ex- 
perience will  guide  us  in  Health  Quest  to  reaffirm  that  quality 
health  care  can  be  delivered  in  a  cost-effective  manner  for  the  un- 
insured and  medically  underserved  communities. 

My  hope  is  that  it  should  also  demonstrate  that  managed  care 
organizations,  like  Kaiser  Permanente,  can  plan  an  integral  role  in 
solving  our  Nation's  problem  with  the  uninsured. 

When  I  last  testified  before  you  in  1992,  we  spoke  about  the  role 
that  nurse  practitioners  and  other  allied  health  professionals  have 
played  in  the  delivery  of  high  quality  health  care  in  our  region.  We 
believe  that  they  are  an  excellent,  cost-effective  complement  to  our 
medical  practice. 

Further,  we  spoke  of  a  study  that  we  had  conducted  in  a  rural 
and  medically  underserved  area  that  is  highly  populated  with  na- 
tive Hawaiians. 

That  study  recommended  that  for  this  population  that,  one,  serv- 
ices can  be  delivered  in  a  culturally-sensitive  manner  and  that  we 
can  increase  the  use  of  existing  community  resources. 

I  am  also  pleased  to  report  that  Kaiser  Permanente  have  taken — 
has  taken  several  additional  steps.  One,  we  have  provided  a  grant 
to  the  University  of  Hawaii,  School  of  Nursing,  to  attract  students 
to  the  field  of  nursing  that  will  serve  the  needs  of  special  popu- 
lations in  rural  areas,  and  to  impart  cultural  sensitivity  in  the  de- 
livery of  health  care. 

We  have  established  an  endowment  at  the  University  of  Hawaii 
to  provide  scholarships  for  students  seeking  undergraduate  degrees 
in  a  variety  of  endeavors  in  health  care. 

We  have  provided  a  grant  to  Papa  Ola  Lokahi,  Inc.,  to  assist  in 
the  production  of  a  television  series  on  health  care  for  a  native  Ha- 
waiians audience. 

We  have  also  been  nationally  recognized  by  the  conference  board 
for  our  support  of  the  Farrington  High  School  Health  Academy,  a 
school  within  a  school  to  develop  an  integrated  curriculum  of  aca- 
demic subjects  and  health  care  training. 

We  have  established  working  relations  with  Ke  Ola  Mamo  and 
the  Hawaiian  health  care  project,  created  under  the  Native  Hawai- 
ian Health  Care  Act. 

We  have  established  an  endowment  at  Hawaii  Pacific  University 
to  expand  their  current  nursing  program. 

And  we  are  the  only  company  in  Hawaii  that  endowed  the  Inter- 
Agency  Council  to  coordinate  health,  job  training,  and  social  serv- 
ices for  immigrants. 
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Now,  I  would  like  to  turn  this  over  to  Dr.  Chaffin,  who  will  tell 
about  our  involvement  with  the  elderly. 

Senator  INOUYE.  Thank  you. 

Dr.  Chaffin.  Thank  you,  Mr.  Chairman.  It  is  an  honor  to  be 
here. 

The  rest  of  this  discussion  puts  me  in  mind  of  your  hearings  on 
the  Big  Island  of  Hawaii,  when  you  had  a  discussion  with  Dr.  Luen 
regarding  the  establishment  of  special  health  care  facilities  and  op- 
portunities for  the  elderly. 

We  would  like  to  propose  that  the  concept  of  a  social-HMO  may 
be  a  solution  to  a  lack  of  long-term  care  services.  While  Hawaii  can 
seek  pride  in  the  ability  of  its  health  care  system  to  provide  health 
coverage  to  a  majority  of  its  population,  we  fall  short  in  addressing 
the  needs  of  its  citizens  for  long-term  care  services. 

The  lack  of  financing  to  pay  for  such  services  and  compared  with 
the  high  cost  of  land,  labor,  construction,  and  capital  impairs  our 
ability  to  develop  long  care — long-term  care  facilities  and  services 
that  meet  our  needs. 

It  is  then  this  context  that  leads  us  to  explore  the  feasibility  of 
developing  a  social/health  maintenance  organization,  or  a  SHMO, 
if  you  will,  as  an  alternative  to  the  more  costly  institutionalized 
mode  of  long-term  care. 

Characteristics  unique  to  the  State  of  Hawaii  make  it  an  ideal 
setting  for  the  continued  evaluation  and  development  of  the 
HMO— or  SHMO  model. 

Several  demographic  characteristics  further  challenge  the  appli- 
cability of  SHMO.  The  cultural  diversity  of  the  State  with  the 
strong  Asian  component  and  the  presence  of  Hawaiian  and,  in  gen- 
eral. Pacific  islander  minority  populations  test  the  SHMO  outside 
of  the  more  traditional  ethnic  mix  of  the  existing  demonstration 
sites. 

In  addition  to  its  ethnic  mix,  the  Hawaii  population  is  known  for 
its  longevity,  with  the  longest  life  expectancy  in  the  United  States. 

Finally,  Hawaii  offers  settings  of  care  from  the  very  remote  rural 
areas  to  the  major  metropolitan  center  of  Honolulu. 

Characteristics  about  Hawaii's  health  care  system  position  it  well 
for  the  SHMO's  evolution.  Hawaii  is  recognized  for  being  in  the 
forefront  of  health  care  reform  with  the  Prepaid  Health  Care  Act, 
SHIP,  and  the  transition  later  this  year  to  Health  Quest. 

With  a  rate  of  long-term  care  beds  at  27  per  1,000  in  Hawaii  that 
is  less  than  one-half  of  the  national  average  of  65  per  1,000,  the 
development  of  cost-effective,  community-based  service  options  is 
an  imperative. 

Based  in  Hawaii,  Kaiser  Permanente  draws  from  and  operates  in 
a  community  with  the  unique  characteristics  mentioned  previously. 

The  region  owns  and  operates  its  own  hospital,  skilled  nursing 
facility,  home  health  agency,  and  12  outpatient  clinics. 

With  a  20-percent  market  share  and  a  35-year  track  record  in 
the  Hawaii  market,  we  represent  an  established,  mature  provider 
in  our  State. 

The  Hawaii  region  is  a  participating  provider  for  the  SHIP  and 
AFDC  populations  and,  hopefully,  will  participate  in  the  new 
Health  Quest  program,  as  well. 
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In  addition,  the  region  has  substantial  experience  in  areas  perti- 
nent to  SHMO  development  and  management.  The  Hawaii  region 
has  a  Medicare  risk — has  had  a  Medicare  risk  program  since  1986 
and  is,  therefore,  experienced  in  managing  elder  care  with  a  capita- 
tion arrangement. 

The  learning  from  these  years  of  experience  and  interest  in  man- 
agement of  geriatric  care  have  resulted  in  the  development  of  inno- 
vative programs. 

The  programs,  highlighted  in  appendix  A,  have  largely  focused 
on  the  case  management  and  provision  of  care  across  the  contin- 
uum from  inpatient  to  clinic  to  home  or  nursing  home. 

Program  objectives  are  to  ensure  appropriate  hospitalizations, 
quality  care,  and  cost-effective  management  of  the  often  numerous 
resources  required  by  a  frail,  elderly  individual. 

The  presence  of  this  well-established  infrastructure  and  the  oper- 
ational and  management  staff  experienced  in  this  area  of  service 
delivery  positions  the  Hawaii  region  to  steadily  implement — or 
readily  implement  a  SHMO. 

We  are  confident  that  these  programs  provide  a  strong  base  on 
which  to  build  a  long-term  care  component  focused  on  community 
service  usage  and  which  is  full  integrated  into  the  comprehensive 
health  care  system  of  a  health  maintenance  organization. 

Thank  you  very  much. 

Senator  INOUYE.  Thank  you  very  much,  Doctor. 

Ms.  Tellez,  I  note  that  your  organization  is  very  much  involved 
in  the  training  and  recruiting  of  nurses 

Ms.  Tellez.  Yes. 

Senator  Inouye  [continuing].  Especially  those  who  work  in  the 
rural  areas. 

How  successful  have  you  been? 

Ms.  Tellez.  Well,  we  believe  we  have  been  successful  in  the 
training  of  the  nurses  as  they  go  through  our  Bay  Clinic,  for  exam- 
ple. 

And  we  believe  that  among  the  things  we  have  been  able  to  dem- 
onstrate is  that  nurse  practitioners  have  a  very  outstanding  role  in 
the  delivery  of  health  care,  that  we  can  do  that  in  a  cost-effective 
way;  and  that  there  are  important  outreach  opportunities,  as  well, 
in  rural  areas,  and  particularly  can  be  sensitive  to  the  cultural  is- 
sues for  native  Hawaiians,  Filipinos,  Samoans,  and  the  like. 

What  we  have  been  concerned  about,  of  course,  is  the  erosion  of 
the  supply.  There  has  got  to  be  nurse  training  programs  that  en- 
courage nurses  to  be  involved  in  those  programs. 

And  that  is  a  continuing  and,  I  think,  will  be  a  present  concern 
for  us. 

Senator  Inouye.  Doctor,  I  was  not  aware  of  these  statistics  that 
in  Hawaii  for  every  1,000  we  have  27  long  care — long-term  care 
beds.  And  the  national  average  is  65  per  1,000. 

Dr.  Chaffin.  Yes,  sir;  the  shortage  of  long-term  care  beds  in  Ha- 
waii is  perhaps  something  less  than  a  crisis,  but  not  much. 

On  any  given  day,  there  are  probably  at  least  200  beds,  acute- 
care  beds,  in  Hawaii  being  occupied  by  long-term  care  individuals. 

It  is,  obviously,  not  an  ideal  setting  in  which  to  take  care  of  these 
patients  or  members  of  the  community.  It  is  very  expensive.  It  is 
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inefficient.  And,  of  course,  it  precludes  the  opportunity  for  appro- 
priate hospitalization  of  acute-care  patients. 

At  one  time,  a  few  years  ago,  there  were  CON's  that  had  been 
approved  for  the  addition  of  some  700  long-term  care  beds  in  the 
community.  But,  as  you  know,  the  cost  of  construction,  facilities, 
material,  land,  and  so  on,  in  Hawaii,  has  simply  made  it  rather 
prohibitive. 

And  very  few  of  those  beds  are  going  to  come  on-line;  probably 
less  than  50  to  100.  We  are  looking  at  opportunities  in  the  HMO — 
or  the  SHMO. 

The  opportunity  to  take  care  of  these  folks  in  the  community  and 
their  homes  strikes  us  a  much  more  rational,  humane,  wholistic 
way  to  manage  this  population. 

Senator  INOUYE.  And  your  SHMO  program  will  be  able  to  cope 
with  this  problem? 

Dr.  Chaffin.  Well,  we  would  like  to  give  it  a  try.  There  is  no 
question  about  it.  We  have  a  lot  of  experience.  We  have  our  own 
S&F,  our  own  long-term  care  facility. 

We  have  outreach  folks  that  work  in  the  community.  We  have 
committed  geriatricians  that  deal  just  with  this  population,  as  well 
as  geriatric  nurse  practitioners. 

I  think  if  anybody  is  positioned  to  implement  this  kind  of  a  pro- 
gram in  an  integrated,  managed  fashion,  I  believe  that  we  are  as 
likely  to  be  successful  as  anyone.  And  we  are  very  anxious  to  have 
that  opportunity. 

Senator  iNOUYE.  So  because  of  the  high  costs  involved,  the  option 
of  providing  more  beds  may  not  be  feasible.  But  you  think  that  the 
SHMO  program  would  be  a  success. 

PREPARED  STATEMENT 

Dr.  Chaffin.  That  is  our  feeling  about  it.  We  have  looked  at  it 
carefully.  We  have  a — one  of  our  geriatric  physicians  was,  in  fact, 
instrumental  in  implementing  the  SHMO  program  or  the  social- 
HMO  in  the  Bay  area  in  San  Francisco. 

Ms.  Tellez  has  been  on  several  committees  and  study  groups  that 
have  looked  at  this.  And  we  believe  that  we  would  be  successful. 
Yes,  sir. 

Senator  iNOUYE.  Thank  you  very  much.  Doctor. 

Dr.  Chaffin.  Thank  you. 

[The  statement  follows:] 

Statements  of  Cora  M.  Tellez  and  Michael  Chaffin,  M.D. 

Aloha  and  good  morning,  Mr.  Chairman  and  distinguished  committee  members. 
My  name  is  Cora  Tellez.  I  am  Vice  President  of  the  Kaiser  Permanente  Medical 
Care  Program  and  Regional  Manager  of  its  Hawaii  Region.  My  partner.  Dr.  Michael 
Chaffin,  President  of  the  Hawaii  Permanente  Medical  Group  joins  me  in  presenting 
this  testimony. 

Nationally,  Kaiser  Permanente  is  a  prepaid  group  practice  health  care  plan  pro- 
viding comprehensive  medical  and  hospital  services  to  more  than  6.6  million  mem- 
bers in  12  Regions  across  the  United  States.  Each  of  the  Program's  established  Re- 
gions is  a  federally  qualified  L'^alth  maintenance  organization  or  HMO.  In  the  Ha- 
weiii  Region,  Kaiser  Permanente  owns  and  operates  a  202  bed  medical  center  and 
55  bed  skilled  nursing  facility  on  Oahu  and  12  clinics  on  the  islands  of  Oahu,  Maui 
and  Hawaii.  We  provide  for  the  health  care  needs  of  190,000  Hawaii  residents,  rep- 
resenting approximately  18  percent  of  our  state's  population. 

In  the  Hawaii  Region,  we  are  guided  by  the  philosophy  of  Caring  For  Hawaii's 
People  Like  Family.  We  are  here  today  to  demonstrate  how  we  carry  out  this  philos- 
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ophy  in  programs  that  increase  access  to  health  care,  that  match  the  public's  needs 
for  healm  care  with  appropriate  health  care  resources,  that  increase  employment 
opportunities  for  health  care  professionals,  and  that  imorove  the  quality  of  health 
care  in  rural  areas,  and  by  doing  so,  benefit  Native  Hawaiians.  Also,  I  am  here 
today  to  ask  for  your  support  for  programs  that  will  assist  our  state  in  meeting  the 
unmet  health  care  needs  of  our  citizens  in  rural  areas  and  special  populations. 

MEETING  THE  NEEDS  OF  HAWAII'S  "GAP  GROUP" 

Some  have  called  Hawaii  a  model  health  care  system  because  of  our  low  rate  of 
uninsured  (3  percent),  low  premium  rates  in  comparison  with  other  states,  and  fa- 
vorable health  status  indicators.  Near  universal  access  is  attributable  primarily  to 
the  employer  mandate  for  full-time  workers  under  the  Hawaii  Prepaid  Health  Care 
Act  of  1974  coupled  with  the  generosity  of  employers  who  have  extended  coverage 
to  those  not  covered  by  the  Act.  However,  Hawaii's  gap  group,  the  so-called  "working 

goor"  or  part-time  workers  who  neither  qualify  for  employer  based  health  plans  nor 
ledicaid,  or  recent  immigrants,  are  without  health  care  coverage. 
To  address  the  needs  of  the  gap  group.  Kaiser  Permanente  developed  a  dues  sub- 
sidy program.  When  the  Hawaii  legislature  created  the  State  Health  Insurance  Pro- 
gram (SHIP)  in  1989  to  address  the  problems  of  the  gap  group,  Kaiser  Permanente 
was  the  only  HMO  to  develop  a  program  for  SHIP  eligibres.  We  participate  in  this 
program  by  providing  enrollees  with  comprehensive  health  benefits  and  subsidizing 
the  cost.  The  state  pays  65  percent  of  total  dues,  we  pay  30  percent,  and  members 
pay  an  average  of  5  percent  depending  on  household  income. 

Beginning  July  1,  if  our  bid  is  accepted,  we  will  be  participating  in  the  Hawaii 
Health  Quest  program.  This  Medicaid  demonstration  project  will  combine  the 
AFDC,  SHIP  and  General  Assistance  populations  under  a  single,  capitated,  man- 
aged care  health  plan.  An  the  sole  provider  of  a  capitated,  managed  health  care  plan 
for  Medicaid  beneficiaries  in  Hawaii  since  1973,  we  are  hopeful  that  this  experience 
will  guide  us  in  Health  Quest  to  reaffirm  that  quality  care  can  be  delivered  in  a 
cost  effective  manner  for  the  uninsured  and  medically  underserved  communities  in 
Hawaii.  It  should  also  demonstrate  that  managed  care  organizations  like  Kaiser 
Permanente  can  play  an  integral  role  in  solving  our  nation  s  problem  of  the  unin- 
sured. 

PROVIDING  EMPLOYMENT  OPPORTUNITIES  AND  MATCHING  RESOURCES  TO  NEEDS 

When  we  last  testified  before  the  Subcommittee  in  July,  1992,  we  spoke  about  the 
role  that  nurse  practitioners  and  other  allied  health  professionals  have  played  in  the 
delivery  of  high  quality  health  care  in  our  Region.  They  are  an  excellent  cost-effec- 
tive complement  to  our  medical  practice  and  our  patients  report  a  high  degree  of 
satisfaction  with  the  care  given  and  our  physicians  concur.  Further,  we  spoke  of  a 
study  that  we  had  conducted  in  a  rural  and  medically  underserved  area  that  is 
highly  populated  with  Native  Hawaiians.  That  study  recommended  that  for  this 
population  (1)  services  be  delivered  in  a  culturally  sensitive  manner  and  (2)  the  use 
of  existing  community  resources  be  increased. 

We  are  pleased  to  report  that  we  have  taken  these  steps:  (1)  provided  a  grant  to 
the  University  of  Hawaii,  School  of  Nursing,  to  attract  students  to  the  field  of  nurs- 
ing that  will  serve  the  needs  of  special  populations  in  rural  areas,  and  to  impart 
cultural  sensitivity  in  the  delivery  of  health  care,  (2)  established  an  endowment  at 
the  University  of  Hawaii  to  provide  scholarships  for  students  seeking  undergraduate 
degrees  in  a  variety  of  endeavors  in  health  care,  (3)  provided  a  grant  to  Papa  Ola 
Lokahi,  Inc.  [established  by  the  Native  Hawaiian  Health  Care  Act  of  1988]  to  assist 
in  the  production  of  a  television  series  on  health  care  for  a  Native  Hawaiian  audi- 
ence, (4)  received  a  national  award  from  the  Conference  Board  for  our  support  of 
the  Farrington  High  School  Health  Academy,  a  school  within  a  school  to  develop  an 
integrated  curriculum  of  academic  subjects  and  health  care  training  that  prepares 
students  for  entry-level  health  care  jobs,  (5)  established  working  relations  with  Ke 
Ola  Mamo  and  the  Hawaiian  Healthcare  Project  created  under  the  Native  Hawaiian 
Health  Care  Act,  (6)  established  an  endowment  at  Hawaii  Pacific  University  to  ex- 
pand their  current  nursing  program,  and  (7)  we  are  the  only  company  in  Hawaii 
that  endowed  the  Inter-Agency  Council  to  coordinate  health,  job  training,  and  other 
socigJ  services  for  immigrants. 

SOCIAL  HMO  MAY  BE  A  SOLUTION  TO  A  LACK  OF  LONG  TERM  CARE  SERVICES 

While  Hawaii  can  seek  pride  in  the  ability  of  its  health  care  system  to  provide 
health  coverage  to  a  majority  of  its  population,  we  fall  short  in  addressing  the  needs 
of  its  citizens  for  long  term  care  services.  The  lack  of  financing  to  pay  for  such  serv- 
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ices  coupled  with  the  high  cost  of  land,  labor,  construction,  and  capital  impairs  our 
ability  to  develop  long  term  care  facilities  and  services  that  meet  our  needs.  It  is 
this  context  that  leads  us  to  explore  the  feasibility  of  developing  a  Social/Health 
Maintenance  Organization  ("SHMO")  as  an  alternative  to  the  more  costly  institu- 
tionalized mode  of  long  term  care. 

Characteristics  unique  to  the  State  of  Hawaii  make  it  an  ideal  setting  for  the  con- 
tinued evaluation  and  development  of  the  SHMO  model.  Several  demographic  char- 
acteristics further  challenge  the  applicability  of  SHMO.  The  cultural  diversity  of  the 
State  with  the  strong  Asian  component  and  the  presence  of  Hawaiian  and,  in  gen- 
eral. Pacific  Islander  minority  populations  test  the  SHMO  outside  of  the  more  tradi- 
tional ethnic  mix  of  the  existing  demonstration  sites.  In  addition  to  its  ethnic  mix, 
the  Hawaii  population  is  known  for  its  longevity,  with  the  longest  life  expectancy 
in  the  United  States.  Finally,  Hawaii  offers  settings  of  care  from  the  very  remote 
rural  areas  to  the  major  metropolitan  center  of  Honolulu. 

Characteristics  about  Hawaii's  health  care  system  position  it  well  for  the  SHMO's 
evolution.  Hawaii  is  recognized  for  being  in  the  forefront  of  health  care  reform  with 
the  Prepaid  Health  Care  Act,  SHIP  and  the  transition  later  this  year  to  Health 
Quest.  With  a  rate  of  long  term  care  beds  (27/1,000)  in  Hawaii  that  is  less  than  half 
of  the  national  average  (65/1,000),  the  development  of  cost  effective  community- 
based  service  options  is  an  imperative. 

Based  in  Hawaii,  Kaiser  Permanente  draws  from  and  operates  in  a  community 
with  the  unique  characteristics  mentioned  previously.  The  Region  owns  and  oper- 
ates its  own  hospital,  skilled  nursing  facility,  home  health  agency  and  twelve  out- 
patient clinics.  With  a  20  percent  market  share  and  a  35  year  track  record  in  the 
Hawaii  market,  we  represent  an  established,  mature  provider  in  our  state.  The  Ha- 
waii Region  is  a  participating  provider  for  the  SHIP  and  AFDC  populations  and, 
hopefully,  will  participate  in  the  new  Health  Quest  program. 

In  addition,  the  Region  has  substantial  experience  in  areas  pertinent  to  SHMO 
development  and  management.  The  Hawaii  Region  has  had  a  Medicare  Risk  pro- 
gram since  1986  and  is  therefore  experienced  in  managing  elder  care  within  a  capi- 
tation arrangement.  The  learnings  from  these  years  of  experience  and  interest  in 
management  of  geriatric  care  have  resulted  in  the  development  of  innovative  pro- 
grams. The  programs,  highlighted  in  Appendix  A,  have  largely  focused  on  the  case 
management  and  provision  of  care  across  the  continuum  from  inpatient  to  clinic  to 
home  or  nursing  home.  Program  objectives  are  to  ensure  appropriate  hospitaliza- 
tions, quality  care  and  cost  effective  management  of  the  often  numerous  resources 
required  by  a  frail  elderly  individual.  The  presence  of  this  well  established  infra- 
structure and  the  operational  and  management  staff  experienced  in  this  area  of 
service  delivery  positions  the  Hawaii  Region  to  readily  implement  a  SHMO. 

We  are  confident  that  these  programs  provide  a  strong  base  on  which  to  build  a 
long  term  care  component  focused  on  community  service  usage  and  which  is  fully 
integrated  into  the  comprehensive  health  care  system  of  a  health  maintenance  orga- 
nization. 

Appendix  A 

HAWAII  REGION  PROGRAMS  FOR  SENIORS 

Geriatric  Patient  High  Risk  Screen. — Upon  enrollment  members  in  the  Medicare 
Risk  contract  complete  a  questionnaire  which  allows  us  to  assess  the  members  de- 
gree of  medical  risK.  Actions  to  manage  the  care  or  initiate  services  result  from  this 
screen. 

Senior  Plan  Member  Case  Management. — For  the  Medicare  Risk  program,  we  de- 
veloped an  outreach  nursing  and  social  work  staff  to  provide  home  care  and  case 
management  of  those  seniors  identified  as  high  risk.  This  outreach  service  area  con- 
tinued as  a  separate  department  untU  its  recent  integration  into  a  licensed  home 
health  agency. 

Long  Term  Care  Program. — Nurse  practitioners,  under  the  supervision  of  a  Geria- 
trician, case  manage  and  treat  Kaiser  Permanente  members  in  long  term  care  insti- 
tutions. With  the  support  of  the  nurse  practitioners  to  appropriately  initiate  care 
in  a  timely  fashion,  nursing  homes  are  less  likely  to  send  a  patient  to  an  emergency 
room  or  hospital,  avoiding  unnecessary  utilization  of  these  costly  resources.  In  addi- 
tion, the  close  monitoring  results  in  problem  identification  at  an  earlier  stage  with 
more  severe  problems  prevented. 

High  Risk,  Chronic  Patient  Programs. — Programs  have  been  developed  to  manage 
high  risk,  chronic  conditions  such  as  diabetes,  asthma  and  congestive  heart  failure 
where  there  is  a  high  risk  of  acute  care  utilization.  These  programs  draw  on  the 
skills  of  non-physician  providers  such  as  nurses,  certified  diabetic  educators,  clinical 
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pharmacists  and  foot  care  nurses  to  manage  the  program  costs  and  to  ensure  the 
most  appropriate  use  of  physician  time.  Program  activities  may  occur  in  the  hos- 
pital, clinic  or  home. 

Geriatric  Assessment  Clinic. — High  risk  or  complicated  geriatric  cases  are  referred 
to  this  clinic  for  an  in-depth  geriatric  assessment  and  recommendation  of  a  care 
plan  to  the  patient's  physician. 

Nurse-managed  residential  clinics. — ^Where  there  are  40  or  more  members  in  one 
residential  setting,  there  are  nurse-managed  clinics  to  cost  effectively  monitor  and 
evaluate  patients  with  the  use  of  nursing  protocol.  This  model  of  service  promotes 
early  identification  and  referral  into  the  system,  evaluation  and  education  of  the  pa- 
tient in  the  community  setting,  improved  patient  chronic  care  self-management, 
more  convenient  services  to  members  and  efficient  use  of  community  nursing  time. 

Alternative  Care  Resource  Coordinators  (ACRC's). — ^We  are  in  the  final  year  of  a 
three  year  grant  to  evaluate  the  effectiveness  of  clinic-based  Social  Workers 
(ACRC  s)  as  case  managers  for  frail  elderly  patients.  Measures  of  success  will  in- 
clude lower  hospital  utilization  and  overall  costs  compared  to  the  control  group.  The 
hypothesis,  which  preliminary  data  support,  is  that  resource  coordination  on  the 
front  line  with  primary  care  physicians  can  increase  the  quality  of  care  and  decrease 
the  cost  of  care  to  targeted  elderly  members. 

Community-Based  Services  Assistants. — We  are  completing  another  grant  from 
the  Hawaii  State  Executive  Office  on  Aging  to  explore  the  use  of  non-licensed,  para- 
professional  staff"  to  support  nurses  and  social  workers.  A  training  program  was  de- 
veloped which  will  be  the  basis  for  educating  future  hires.  Services  provided  range 
from  resource  coordination  to  medication  monitoring.  Provision  of  these  services  was 
integrated  into  the  community  system  of  care  for  patients,  which  included  home 
care  nursing. 

STATEMENT  OF  SUSAN  MALEY,  DIRECTOR,  BAY  CLINIC,  HILO  KAME- 
HAMEHA  SCHOOLS  BERNICE  PAUAHI  BISHOP  ESTATE 

Senator  Inouye.  And  now,  it  is  my  pleasure  to  call  upon  Susan 
Maley  of  the  Bay  Clinic  in  Hilo. 

Ms.  Maley.  Aloha,  Mr.  Chairman,  and  members  of  the  sub- 
committee. 

I  am  the  director  of  the  Bay  Clinic,  the  first  rural  health  clinic 
in  the  State  of  Hawaii,  which  serves  the  east  side  of  the  island  of 
Hawaii,  also  known  as  the  Big  Island. 

Our  primary  care  service  begins  with  a  3-year  Federal  dem- 
onstration grant  from  the  Office  of  Rural  Health.  And  our  program, 
which  includes  the  Native  Hawaiian  Health  Organization,  has  been 
chosen  one  of  the  programs  highlighted  by  the  Office  of  Rural 
Health  in  their  publication  of  which  I  have  a  copy  for  you. 

Since  1991,  when  the  grant  began,  over  8,000  low  income  people 
have  been  seen  in  our  two  clinic  sites,  for  over  20,000  visits. 

Your  leadership  and  work  to  provide  this  essential  seed  money 
to  rural  communities  and  continued  commitment  to  meet  the 
health  needs  of  America  is  to  be  commended  and  has  our  great 
gratitude. 

Prior  to  our  center's  funding,  there  was  no  other  source  of  care 
on  our  isolated  island,  other  than  the  hospital  emergency  room,  for 
the  thousands  of  people  who  had  no  insurance  or  Medicaid  benefits. 

We  share  the  same  concerns  of  other  isolated  rural  communities, 
both  in  Hawaii  and  in  other  States.  Shortages  of  medical  providers, 
lack  of  transportation,  few  social  services,  and  widespread  unem- 
ployment, underemployment  and  poverty. 

I  am  here  to  speak  on  behalf  of  the  National  Association  of  Com- 
munity Health  Care  Centers,  in  support  of  the  critically-needed  in- 
creased funding  in  fiscal  year  1995  for  community,  migrant,  and 
homeless  health  center  programs,  and  the  National  Health  Service 
Corps. 
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Even  in  Hawaii,  a  State  with  a  reputation  for  a  health  care  sys- 
tem that  provides  for  more  of  its  citizens  than  other  places,  there 
is  still  a  tremendous  need  for  health  care,  for  the  homeless,  men- 
tally ill,  indigent,  and  low-income  people  that  private  providers 
cannot  or  do  not  want  to  see. 

This  need  overwhelms  the  eight  community  health  centers  in  the 
State.  There  have  been  only  two  330  centers  funded  in  25  years  in 
Hawaii;  the  last  one,  9  years  ago. 

As  community  health  care  center  staff  well  knows,  the  difference 
in  insurance  coverage  and  access  is  a  difference  in  continued  ill- 
ness, unnecessary  death,  and  the  affordable,  accessible  health  care 
that  community  health  care  centers  provide,  for  which  you  need 
medical  providers,  doctors,  nurse  practitioners,  physician's  assist- 
ants, and  nursing  staff  who  are  dedicated  to  patient  care. 

The  reason  why  330  and  340  funding  are  so  important  is  that 
they  provide  a  stable  source  of  resources  for  the  unique,  culturally- 
appropriate  outreach  and  enabling  services  that  are  a  part  of  our 
comprehensive  primary  care  package. 

The  expansion  of  funding  being  considered  will  assure  that  com- 
munity-based governance  and  problem  solving  is  a  part  of  health 
care  reform. 

In  practical  application,  this  means  that  community  volunteers 
give  many  hours  of  their  time.  And  community  fundraising  pro- 
vides dollars  to  match  the  investment  of  Federal  dollars. 

The  continued  and  expanded  funding  of  community  health  care 
centers  also  provides  for  participation  and  insight  offered  by  com- 
munity residents  in  solving  their  own  problems. 

While  Hawaii  is  known  for  having  a  model  health  care  system, 
we  still  do  not  have  a  primary  care  infrastructure  on  our  neighbor 
islands. 

This  has  created  a  situation  in  which  someone  can  die  of  a  dental 
infection  before  being  flown  off-island  to  Oahu  for  care,  as  Law- 
rence Brown  did  18  months  ago. 

There  has  been  a  continued  dependence  on  crisis  care  and  not 
enough  opportunity  for  families  to  have  access  to  the  primary  care 
they  need  without  flying  to  Oahu,  which  is  impossible  for  those 
with  low  income. 

Then  the  hospital  emergency  room  becomes  the  only  source  of 
fragmented,  inappropriate  care  with  no  followup,  as  it  was  in  our 
community  before  we  began  in  1991. 

With  the  limited  medical  staffing  allowed  by  our  demonstration 
grants  funding,  we  have  10  to  20  people  a  day  calling  or  coming 
in  for  care  who  have  to  wait  weeks  for  appointments. 

In  the  past  2  years,  struggling  clinics  in  Hawaii  have  submitted 
applications  for  Federal  funding,  several  of  which  were  approved 
but  unfunded  because  of  limited  appropriations. 

As  this  subcommittee  considers  fiscal  1995  appropriation  levels, 
we  urge  you  to  consider  the  National  Association  of  Community 
Health  Care  Centers'  request  to  more  fully  develop  integrated  de- 
livery systems  of  care  in  communities  with  limited  resources. 

And  we  thank  you  for  your  continued  concern  and  efforts  on  be- 
half of  the  Americans  who  need  your  strength  in  Washington  to  en- 
sure their  access  to  basic  health  care. 

Senator  INOUYE.  All  right.  Thank  you  very  much. 
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If  the  administration  and  the  Congress  is  successful  in  passing 
a  health  reform  bill,  would  rural  clinics  of  the  type  that  you  work 
in  be  unnecessary  or  must  they  continue  to  exist? 

Ms.  Maley.  We  feel  like  we  are  one  of  the  foundations  upon 
which  health  care  reform  should  build,  as  the  only  source  of  com- 
prehensive medical  care,  without  regard  to  income,  that  has  been 
provided  in  United  States  through  Congress'  efforts. 

And  far  from  being  unnecessary,  we  would  expect  to  be  able  to 
continue  to  serve  the  population  that  we  have  with  the  comprehen- 
sive care,  the  outreach  translation-enabling  services  that  provide 
health  care  to  people  that  would  otherwise  not  have  it  accessible 
and  that  keeps  them  healthy  and  out  of  the  hospital. 

Senator  INOUYE.  On  an  average  week,  how  many  client/patients 
do  you  service? 

Ms.  Maley.  We  have  two  clinic  sites.  Because  of  the  lack  of  fund- 
ing, we  have  only  one  practitioner  at  one  clinic  site.  And  that — we 
see  about  100--tnat  person  sees  about  120  patients  a  day. 

In  Pahoe,  where  we  are  the  only  source  of  medical  care  in  a  dis- 
trict the  size  of  Oahu,  with  a  population  of  over  20,000,  we  have 
two  medical  providers.  And  so  we  would  see,  you  know,  double  that 
number.  It  would  be  about  240  people. 

We  have  people  coming  in  all  of  the  time  with  their  children,  be- 
cause we  are  a  50-mile  round  trip  from  the  emergency  room. 

And  they  will  have  cuts  or  sprains.  And  they  are  coming  in  as 
a  minor  emergency  center.  So  we  are  working  to  accommodate 
those  people. 

PREPAEED  STATEMENT 

So  when  I  am  giving  you  an  average,  that  average  sometimes  can 
be  double  that,  given  the  number  of  cases  that  we  have  not  been 
able  to  turn  away. 

However,  that  also  means  that  our  staff  is  very  strained  in  trying 
to  provide  the  care. 

Senator  iNOUYE.  Thank  you  very  much. 

Ms.  Maley.  Thank  you. 

[The  statement  follows:] 

Statement  of  Susan  Maley 

Aloha,  Mr.  Chairman  and  members  of  the  Subcommittee,  my  name  is  Susan 
Maley  and  I  am  the  Director  of  the  Bay  Clinic,  the  first  rural  health  clinic  in  the 
state  of  Hawaii,  which  serves  the  east  side  of  the  Island  of  Hawaii,  also  known  as 
the  Big  Island.  Our  primary  care  service  began  with  a  three  year  federal  demonstra- 
tion grant  fi-om  the  Office  of  Rural  Health  who  highlighted  our  program  in  their 
publication.  The  Story  of  Outreach.  Since  October  1991  when  the  grant  began,  over 
8,000  low  income  people  have  been  seen  for  more  than  20,000  visits  at  our  clinics 
in  Hilo  and  Pahoa.  Your  leadership  and  work  to  provide  this  essential  seed  money 
to  rural  communities  and  continued  commitment  to  meeting  the  health  needs  of 
Americans  is  to  be  commended  and  has  our  great  gratitude.  Prior  to  our  center's 
funding  there  was  no  other  source  of  care  on  our  isolated  island  other  than  the  hos- 
pital emergency  room  for  the  thousands  of  people  who  had  no  insurance  or  Medicaid 
benefits.  We  share  the  same  concerns  of  other  isolated  rural  communities,  both  in 
Hawaii  and  in  other  states,  shortages  of  medical  providers,  lack  of  transportation, 
few  social  services  and  widespread  unemployment,  underemplo)Tnent  and  poverty. 

I  am  here  to  speak  on  behalf  of  the  National  Association  of  Community  Health 
Centers  in  support  of  the  critically  needed  increased  fiinding  in  fiscal  year  1995  for 
Community,  Migrant  and  Homeless  Health  Center  programs  and  the  National 
Health  Service  Corps.  Even  in  a  state  like  Hawaii  with  a  reputation  for  a  state 
health  care  system  that  provides  for  more  of  its  citizens  than  other  places  there  is 
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still  a  tremendous  need  for  health  care  for  the  homeless,  mentally  ill,  indigent  and 
low-income  people  that  private  providers  cannot  or  do  not  want  to  see.  This  need 
overwhelms  the  eight  community  health  centers  in  the  state.  There  have  been  only 
two  330  centers  funded  in  25  years  in  Hawaii,  the  last  one  9  years  ago.  As  Commu- 
nity Health  Centers  staff  well  know,  the  difference  in  insurance  coverage  and  access 
is  the  difference  in  continued  illness,  unnecessary  death  and  the  affordable  acces- 
sible health  care  that  community  health  centers  provide.  Here-to-date  no  one  has 
ever  been  treated  or  cured  by  holding  any  insurance  card  or  rubbing  it  on  the  af- 
flicted area.  For  this  you  need  medical  providers;  doctors,  nurse-practioners,  physi- 
cians assistants  and  nursing  staff  who  are  dedicated  to  patient  care  at  our  centers. 

The  reason  why  330  and  340  funding  are  so  important  is  that  they  provide  a  sta- 
ble source  of  resources  for  the  unique  culturally  appropriate  outreach  and  enabling 
services  that  are  a  part  of  primary  care.  The  expansion  of  funding  being  considered 
will  assure  that  community  based  governance  and  problem  solving  is  a  part  of 
health  care  reform.  In  practical  application  this  means  that  community  volunteers 
give  many  hours  of  their  time  and  community  fundraising  provides  dollars  to  match 
the  investment  of  federal  dollars.  The  continued  and  expanded  funding  of  commu- 
nity health  care  centers  also  provides  for  continued  participation  and  insight  offered 
by  community  residents  in  solving  their  own  problems.  \VTiile  Hawaii  is  known  for 
having  a  model  health  care  system  we  still  do  not  have  a  primary  care  infrastruc- 
ture on  our  neighbor  islands.  This  has  created  a  situation  in  which  someone  can  die 
from  a  dental  infection  before  being  flown  off-island  to  Oahu  for  care,  as  Lawrence 
Brown  did  18  months  ago.  There  is  a  continued  dependence  on  crisis  care  and  not 
enough  opportunity  for  families  to  have  access  to  the  primary  care  they  need  with- 
out flying  to  Oahu  which  is  impossible  for  those  with  low  incomes.  Then  the  hospital 
emergency  room  becomes  the  only  source  of  fragmented  inappropriate  care  with  no 
follow-up  as  it  was  in  our  community  before  we  began  in  1991.  With  the  limited 
medical  staffing  allowed  by  our  demonstration  grant's  funding  we  have  10  to  20  peo- 
ple a  day  calling  or  coming  in  for  care  who  have  to  wait  weeks  for  appointments. 

In  the  past  two  years  struggling  clinics  in  Hawaii  have  submitted  applications  for 
federal  funding,  several  of  which  were  approved  but  unfunded  because  of  the  limited 
appropriations.  As  this  sub-committee  considers  fiscal  1995  appropriation  levels  we 
urge  you  to  consider  the  NACHC  request  to  more  fully  develop  integrated  delivery 
systems  of  care  in  communities  with  limited  resources.  And  we  thank  you  for  you 
continued  concern  and  efforts  on  behalf  of  the  Americans  who  need  your  strength 
here  in  Washington  to  instore  their  access  to  basic  health  care. 

Senator  INOUYE.  Mr.  Thompson,  in  looking  back  to  the  time 
when  we  began  our  journey  together  about  20  years  ago,  and  look- 
ing at  the  statistics  of  this  day,  would  you  say  that  the  health  con- 
ditions, the  educational  conditions  of  native  Hawaiians  have  im- 
proved or  stayed  the  same  or  gotten  worse? 

Mr.  Thompson.  Mr.  Chairman,  it  has  improved.  I  have  a  great 
deal  of  hope  for  Hawaii  and  our  people.  And  I  see  the  next  genera- 
tion as  being  able  to  carry  us  into  the  future.  And  I  am  specifically 
using  the  words  "a  safe  and  healthy  place  in  which  to  live."  I  have 
a  great  deal  of  confidence  that  this  can  be  achieved,  given  our — 
given  the  results  that  have  been  elicited  over  the  last  few  years. 

Senator  iNOUYE.  Like  many  programs  of  this  sort,  success  may 
well  depend  upon  an  individual.  We  see  this  in  every  community. 
A  certain  clinic  does  well  because  of  an  inspired  doctor. 

Mr.  Thompson.  Yes;  right. 

Senator  Inouye.  In  the  case  of  Bishop  Estate  Kamehameha 
Schools,  the  involvement  of  your  institution  is  primarily  because  of 
your  leadership  there. 

Are  there  others  on  the  board  who  have  expressed  the  type  of 
commitment  and  interest  that  you  have  shown? 

Mr.  Thompson.  Yes;  one  of  my  colleagues  apologized  for  not 
being  able  to  be  here  today.  She  will  be  here  tomorrow,  late  for  this 
gathering.  But  she  has  a  commitment  toward  the  improvement  of 
our  people. 
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And  so  do  my  other  colleagues  within  the  organization.  But  she 
is  focused  on  education,  health,  and  the  cultural  basis  for  our  peo- 
ple. 

Senator  INOUYE.  OK.  She  is  acquainted  with  the  operations  of 
the  government? 

Mr.  Thompson.  She  is  a  former  district  superintendent  for  the 
Department  of  Education.  And  so,  yes;  she  has  some  familiarity. 

Senator  iNOUYE.  Well,  I  would  like  to  work  with  her,  if  I  may. 

Mr.  Thompson.  Oh,  she  would  love  to  work  with  you. 

Senator  Inouye.  OK. 

Mr.  Thompson.  Thank  you. 

Senator  Inouye.  So,  once  again,  to  all  of  you  from  Hawaii,  I  am 
most  grateful  for  your  assistance,  your  wise  words.  And  let  me  as- 
sure you  that  I  will  do  my  very  best  to  see  that  your  programs  con- 
tinue. 

My  presence  here  is  partial  payment  to  the  committee,  so  that 
you  will  get  it,  is  that  not  right?  [Laughter.] 

Mr.  Thompson.  Thank  you. 

Senator  iNOUYE.  Thank  you  very  much. 

[Pause.] 

Senator  iNOUYE.  I  have  just  been  advised  that  there  is  a  minor 
emergency.  So  if  I  may  excuse  myself  for  15  minutes,  may  we  take 
a  recess? 

[A  brief  recess  was  taken.] 

Senator  Gorton  [presiding].  I  am  Senator  Gorton,  a  member  of 
the  subcommittee.  Aiid  we  will  call  this  hearing  back  to  order  and 
attempt  to  hear  for  a  while — oh,  Senator  Inouye  is  back.  [Laugh- 
ter.] 

Well,  you  can  take  it  over  yourself.  [Laughter.] 

Senator  Inouye.  Thank  you. 

Senator  Gorton.  We  were  just  going  to  let  them  get  started. 
Come  on.  [Laughter.] 

Senator  Inouye  [presiding].  First,  my  apologies.  The  emergency 
has  been  resolved.  I  am  happy  to  announce  that. 

STATEMENT    OF    JACQUELINE    BUTLER,    PRESmENT,    PREVENTION, 
intervention,  and  TREATMENT  COALITION  FOR  HEALTH 

Senator  iNOUYE.  Our  next  panel  consists  of  the  following  distin- 
guished Americans:  Ms.  Jacqueline  Butler,  representing  PITCH, 
Inc.;  Mr.  James  E.  Copple,  representing  the  Community  Anti-Drug 
Coalitions  of  America;  Mrs.  Rachel  Schlesinger,  representing  the 
Mental  Health  Liaison  Group. 

[Pause.] 

Senator  Inouye.  May  I  first  call  on  Ms.  Butler? 

Ms.  Butler.  Thank  you,  Mr.  Chairman. 

As  president  of  the  Prevention,  Intervention,  and  Treatment  Coa- 
lition for  Health,  better  known  as  PITCH,  I  welcome  the  oppor- 
tunity to  testify  before  this  esteemed  subcommittee. 

PITCH  is  a  national  grassroots  coalition  of  organizations  whose 
members  work  in  neighborhoods  across  the  country  providing  com- 
munity-based prevention  and  treatment  services. 

Our  members  know  firsthand  that  substance  abuse  is  the  com- 
mon thread  that  weaves  through  our  Nation's  economic  and  social 
ills. 
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Until  every  American  community  successfully  deals  with  its  sub- 
stance abuse  problems,  investments  in  other  Government  programs 
will  ultimately  fail. 

This  Nation  cannot  reduce  health  care  costs,  cannot  eliminate 
crime,  or  a  host  of  other  societal  problems  until  it  first  addresses 
its  substance  abuse  problems. 

PITCH  is  deeply  troubled  by  the  1993  monitoring  the  future  sur- 
vey released  a  few  weeks  ago.  The  survey  showed,  for  the  first  time 
in  more  than  a  decade,  drug  use  among  the  Nation's  youth  has  re- 
versed and  is  again  rising. 

This  disturbing  news  means  that  our  Nation  must  redouble  its 
efforts  to  commit  resources  to  substance  abuse  prevention  and  edu- 
cation. We  truly  cannot  afford  the  devastating  consequences  of  not 
being  proactive  about  prevention  at  this  time. 

PITCH  firmly  believes  that  community-based  prevention  must  be 
the  cornerstone  of  our  national  efforts  to  combat  substance  abuse. 

This  Nation  must  ensure  that  all  of  our  youth  have  the  life  skills 
to  become  productive  members  of  society.  We  must  also  continue 
our  efforts  to  empower  and  mobilize  communities  to  deal  systemati- 
cally with  their  substance  abuse  problems  through  coalitions  and 
partnerships. 

Investing  in  effective  prevention  programming  is  the  most  effi- 
cient and  cost-effective  method  of  reducing  substance  abuse  and  re- 
lated crime. 

President  Clinton's  fiscal  year  1995  budget  includes  a  number  of 
initiatives  related  to  substance  abuse  prevention,  education,  and 
treatment,  for  the  Center  for  Substance  Abuse  Prevention,  the  Cen- 
ter for  Substance  Abuse  Treatment,  and  the  Department  of  Edu- 
cation's Safe  and  Drug-Free  School  Program. 

These  proposals  are  essential.  And  we  strongly  urge  you  to  act 
favorably  on  these  proposals. 

The  Center  for  Substance  Abuse  Prevention  has  been  the  driving 
force  behind  the  development  of  the  substance  abuse  prevention 
field. 

The  current  knowledge  base  regarding  effective  substance  abuse 
prevention  strategies,  programs,  and  systems  have  been  largely  de- 
veloped through  CSAP's  support  of  innovative  demonstrations  and 
their  rigorous  evaluation. 

CSAP  pioneered  the  grassroots,  community-based  approach  to 
prevention  and  has  developed  a  singular  expertise  and  track  record 
in  working  with  high-risk  populations  and  community  groups  and 
coalitions. 

CSAP's  prevention  demonstrations  are  vitally  important.  The 
President's  proposed  fiscal  year  1995  budget  for  CSAP  continues 
$253  million,  the  same  amount  as  appropriated  in  fiscal  year  1994. 

Within  this  amount,  however,  funds  are  relocated  for  expiring 
grants — from  expiring  grants  for  an  essential  prevention  initiative 
and  new  demonstration  programs,  which  PITCH  strongly  supports. 

The  President's  budget  includes  $21  million  for  a  woman's  initia- 
tive that  would  fund  innovative  substance  abuse  prevention  pro- 
grams for  adolescent  women,  pregnant  women,  and  women  in  life 
transitions. 

Demonstration  programming  specifically  targeted  to  women  is  es- 
sential in  order  to  address  the  prevention  of  fetal  alcohol  syndrome 
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and  fetal  alcohol  effects  and  to  avert  the  destructive  use  of  alcohol 
and  other  di-ugs  at  critical  life  stages. 

In  addition,  it  is  imperative  that  the  funds  from  expiring  high- 
risk  youth  and  community  partnership  grants  be  maintained  in 
CSAP's  base  to  allow  for  the  continued  development  and  refine- 
ment of  innovative  and  effective  substance  abuse  prevention  pro- 
gramming. 

CSAP's  important  work  to  date  is  the  basis  for  much  of  the  com- 
prehensive and  coordinated  prevention  programming  being  under- 
taken through  the  country  at  all  levels  of  government. 

We  must  continue  to  make  the  funding  of  new  demonstrations 
and  their  related  evaluations  a  fiscal  priority.  We  have  no  choice 
if  we  are  to  progress  in  our  efforts  to  reduce  the  ravaging  effects 
of  substance  abuse  and  related  crime  on  our  Nation. 

The  Center  for  Substance  Abuse  Treatment,  CSAT,  is  involved  in 
untreated  substance  abuse  severity  that  has  affected  this  Nation's 
care  system  for  some  time. 

They  use  10  times  the  amount  of  health  care  services  than  people 
without  that  diagnosis.  Studies  show  a  decrease  in  alcohol  and  opi- 
ate, cocaine,  and  other  substance  abuse,  as  well  as  corresponding 
reduction  in  AIDS  risk  behavior  of  70  percent  or  more  in  the  year 
following  effective  treatment. 

This  compares  to  a  15  percent  to  20-percent  increase  in  sub- 
stance abuse  for  people  waiting  for  treatment.  Treatment  also  re- 
sults in  societal  benefits,  including  increased  employment.  A  sub- 
stantial reduction  in  crime  is  also  evident. 

President  Clinton's  fiscal  year  1995  budget  request  for  CSAT  in- 
cludes a  landmark  initiative  to  treat  chronic,  hardcore  substance 
abusers. 

PITCH  fully  supports  the  increased  funding  for  this  initiative 
and  urges  that  you  act  favorably  on  it. 

The  President's  proposal  to  add  $191  million  for  safe  and  drug- 
free  schools  is  vital.  The  monitoring  the  future  survey  dem- 
onstrates that,  at  the  same  time  drug  use  is  rising  among  8th, 
10th,  and  12th  grade  students,  the  number  of  students  who  believe 
drugs  can  hurt  them  is  declining. 

Prevention  efforts  to  educate  all  of  our  youth  about  the  dangers 
of  illicit  and  illegal  drugs  and  alcohol  use  must,  again,  be  a  top  pri- 
ority issue  for  the  Nation,  or  we  risk  further  erosion  of  the  progress 
we  have  made  over  the  last  10  years. 

With  the  proposed  addition  of  violence  prevention  to  the  already 
underfunded  drug-free  school  program  this  year,  it  is  imperative 
that  the  additional  funding  that  the  President  is  proposing  be  ap- 
propriated. 

Without  these  increases,  we  will  be  left  with  little  or  no  sub- 
stance abuse  education  programming  in  our  Nation's  schools. 

In  the  effort  to  combat  and  prevent  violence  in  and  around  our 
schools,  we  cannot  sacrifice  drug  abuse  prevention  programming. 

PITCH,  therefore,  urges  you  to  find  the  President's  request  for 
safe  and  drug-free  schools  and  communities — to  fund  the  Presi- 
dent's request  for  safe  and  drug-free  schools  and  communities,  be- 
cause our  Nation  cannot  afford  the  consequences  of  increased  drug 
use,  addiction,  and  related  violence  that  is  sure  to  result  if  we  do 
not. 
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PREPARED  STATEMENT 

In  summary,  PITCH  strongly  recommends  that  the  subcommittee 
accept  the  President's  budget  proposals  for  CSAP,  CSAT,  and  the 
Safe  and  Drug-Free  Schools  Program  in  the  Department  of  Edu- 
cation. 

I  thank  you  for  the  privilege  of  appearing  before  you. 

Senator  Inouye.  I  thank  you  very  much,  Ms.  Butler.  And  we  will 
wait  until  the  other  witnesses  have  completed  before  we  ask  ques- 
tions. 

[The  statement  follows:] 

Statement  of  Jacqueline  Butler 

As  President  of  the  Prevention,  Intervention  and  Treatment  Coalition  for  Health 
(PITCH),  I  welcome  the  opportunity  to  testify  before  Chairman  Harkin  and  the 
other  esteemed  members  of  the  Labor,  HHS,  and  Education  Appropriations  Sub- 
committee. 

PITCH  is  a  national  grassroots  coalition  of  organizations  whose  members  work  in 
neighborhoods  across  the  country  providing  community  based  prevention  and  treat- 
ment services.  Our  members  know  first  hand  that  substance  abuse  is  the  common 
thread  that  weaves  through  our  nation's  economic  and  social  ills.  Until  every  Amer- 
ican community  successfully  deals  with  its  substance  abuse  problems,  investments 
in  other  government  programs  will  be  negatively  impacted.  This  nation  cannot  re- 
duce health  care  costs,  crime,  or  a  host  of  other  societal  problems  until  it  first  ad- 
dresses its  substance  abuse  problems. 

PITCH  is  deeply  troubled  by  the  1993  Monitoring  the  Future  Survey  released  a 
few  weeks  ago.  The  survey  shows,  for  the  first  time  in  more  that  a  decade  that  drug 
use  among  the  nation's  youth  has  reversed  and  is  once  again  rising.  In  addition,  the 
number  of  students  who  believe  drugs  can  hurt  them  is  declining.  This  disturbing 
news  means  that  our  nation  must  redouble  its  efforts  to  commit  resources  to  sub- 
stance abuse  prevention  and  education.  We  truly  cannot  afford  the  devastating  con- 
sequences of  not  being  proactive  about  prevention  at  this  criticeil  time. 

It  is  important  to  note  that  in  areas  where  there  has  been  a  concerted,  protracted 
approach,  such  as  in  minority,  high-risk  communities  targeted  by  the  Center  for 
Substance  Abuse  Prevention  (CSAP),  black  students  reported  the  lowest  rates  of  use 
for  virtually  all  drugs,  licit  and  illicit,  for  the  three  grade  levels  included  in  the  sur- 
vey.  This  is  evidence  that  prevention  does  work  and  that  an  increase  of  prevention 
efforts  will  benefit  the  majority  of  the  population,  when  properly  targeted. 

PITCH  firmly  believes  that  community  based  prevention  must  be  the  cornerstone 
of  our  national  efforts  to  combat  substance  abuse.  This  nation  must  ensure  that  all 
of  our  youth  have  the  life  skills  to  become  productive  members  of  society.  We  must 
also  continue  our  efforts  to  empower  and  mobilize  communities  to  deal  systemati- 
cally with  their  substance  abuse  problems  through  coalitions  and  partnerships.  In- 
vesting in  effective  prevention  programming  is  the  most  efficient  and  cost  effective 
method  of  reducing  substance  abuse  and  related  health  and  criminal  justice  costs. 
President  Clinton's  fiscal  year  1995  Budget  includes  initiatives  for  substance  abuse 
treatment  and  education.  These  proposals  are  essential  and  we  strongly  urge  you 
to  act  favorably  on  them. 

center  for  substance  abuse  prevention 

CSAP  has  been  the  driving  force  behind  the  development  of  the  substance  abuse 
prevention  field.  The  current  knowledge  base  regarding  effective  substance  abuse 
prevention  strategies,  programs  and  systems  has  been  largely  developed  through 
CSAP's  support  of  innovative  demonstration  and  evaluation  programs.  CSAP  pio- 
neered the  "grassroots",  community  based  approach  to  prevention  and  has  developed 
a  singular  expertise  and  track  record  in  working  with  high-risk  populations  and 
community  groups  and  coalitions. 

CSAP's  prevention  demonstrations  are  vitally  important.  The  President's  proposed 
fiscal  year  1995  Budget  for  CSAP  contains  $253  million,  the  same  amount  as  appro- 
priated in  fiscal  year  1994.  This  straight  lined  level  of  funding  for  CSAP  is  the  alsso- 
lute  minimum  acceptable  to  PITCH  and  must  be  maintained.  We  cannot  afford  to 
lose  any  of  the  momentum  that  has  been  achieved  in  developing  and  refining  inno- 
vative and  effective  strategies  for  substance  abuse  prevention  programming.  Within 
the  President's  request  for  CSAP,  funds  are  reallocated  from  expiring  grants  for  im- 
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portant  women's  prevention  initiatives  and  new  community-based  demonstration 
and  evaluation  programs  which  PITCH  strongly  supports.  Demonstration  program- 
ming specifically  targeted  to  women  is  essential.  The  prevention  of  fetal  alcohol  syn- 
drome, fetal  alcohol  effects  and  other  prenatal  drug  exposures  must  be  addressed 
and  the  destructive  use  of  alcohol  and  other  drugs  at  critical  life  stages  must  be 
averted. 

CSAP's  important  work  to  date  is  the  basis  for  much  of  the  comprehensive  and 
coordinated  prevention  programming  being  undertaken  throughout  the  country  at 
all  levels  of  government.  Data  from  sources  like  the  Monitoring  the  Future  Survey 
(mentioned  earlier)  and  various  evaluation  data  sources  point  to  the  positive  results 
of  comprehensive  prevention  programming  among  specific  groups.  More  commu- 
nities need  to  be  targeted  to  turn  around  the  overall  usage  rates  and  the  perceived 
risk  among  our  Nation's  young  people. 

For  this  reason  PITCH  asks  the  Subcommittee  to  seriously  consider  adding  $50 
million  to  CSAP's  budget  above  the  President's  request.  We  are  at  a  critical  juncture 
in  prevention  programming  in  this  nation.  With  this  additional  investment  in  CSAP 
we  will  be  able  to  develop  and  evaluate  strategies  and  programs  for  the  prevention 
of  the  full  range  of  at-risk  and  destructive  behaviors  related  to  substance  abuse  in- 
cluding teenage  pregnancy,  violence,  juvenile  delinquency  and  school  failure  and 
drop  outs.  This  additional  investment  in  CSAP  now  will  allow  for  the  replication  of 
successful  programs  at  different  locations  and  with  different  populations  and  will  re- 
sult in  a  more  solid  knowledge  base  for  prevention  programming  at  all  levels  of  gov- 
ernment in  the  future.  We  must  make  the  funding  of  new  demonstrations  and  their 
related  evaluations  a  fiscal  priority  in  fiscal  year  1995.  There  is  no  other  choice  if 
we  are  to  progress  in  our  efforts  to  reduce  the  ravaging  effects  substance  abuse  and 
related  crime  have  on  our  nation. 

CENTER  FOR  SUBSTANCE  ABUSE  TREATMENT 

Untreated  substance  abusers  severely  strain  the  nation's  health  care  system.  They 
use  ten  times  more  health  care  services  than  people  without  that  diagnosis.  Studies 
show  a  decrease  in  alcohol,  opiate,  cocaine  and  other  substance  abuse,  as  well  as 
corresponding  reductions  in  AIDS  risk  behavior,  of  70  percent  or  more  in  the  year 
following  treatment.  This  compares  to  a  15  percent  to  20  percent  increase  in  sub- 
stance abuse  for  people  waiting  for  treatment.  Treatment  also  results  in  societal 
benefits  including  increased  employment  and  a  substantial  reduction  in  crime. 
President  Clinton's  fiscal  year  1995  request  for  CSAT  includes  a  landmark  initiative 
to  treat  chronic,  hardcore  substance  abusers.  PITCH  fully  supports  the  increased 
funding  for  this  initiative  and  urges  that  you  act  favorably  on  it. 

SUMMARY 

PITCH  strongly  recommends  that  the  Subcommittee  accept  the  President's  re- 
quested increases  for  substance  abuse  treatment  and  education.  In  addition,  PITCH 
would  ask  the  subcommittee  to  consider  providing  a  $50  million  increase  for  CSAP. 
These  funds  would  allow  for  the  continued  development,  refinement  and  dissemina- 
tion of  effective  prevention  programming  and  would  ensure  that  prevention  re- 
sources at  all  levels  of  government  are  spent  wisely  on  the  best  available  programs. 

Thank  you  for  the  opportunity  to  present  PITCH'S  views. 

STATEMENT  OF  JAMES  E.  COPPLE,  NATIONAL  DIRECTOR,  COMMU- 
NITY ANTI-DRUG  COALITIONS  OF  AMERICA 

Senator  INOUYE.  May  I  now  call  on  the  national  director  of  the 
Community  Anti-Drug  Coalitions  of  America? 

Mr.  Copple. 

Mr.  COPPLE.  Mr.  Chairman,  I  appreciate  the  opportunity  to  ap- 
pear before  this  committee.  This  committee  plays  a  very  important 
role  in  determining  the  funding  levels  for  many  of  our  Nation's 
drug  prevention,  education,  and  treatment  programs. 

In  early  February,  the  President  released  the  1994  national  drug 
control  strategy  outlining  his  administration's  approach  to  address- 
ing the  drug  problem. 

The  strategy  was  entitled  "Reclaiming  our  Communities  from 
Drugs  and  Violence."  It  is  interesting  to  note  that  while  drugs  and 
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violence  are  recognized  as  national  problems,  policymakers  are 
looking  to  local  communities  for  solutions. 

The  Community  Anti-Drug  Coalitions  of  America  was  created  in 
October  1992  to  provide  a  network  for  these  communities,  to  pro- 
vide technical  assistance,  and  to  help  organize  these  coalitions. 

These  coalitions  brought  together  every  sector  of  the  local  com- 
munity, including  schools,  business,  law  enforcement,  the  religious 
community,  elected  officials,  media,  parents,  and  others  to  unite  in 
the  effort  to  combat  illegal  drugs. 

I  think  the  community  coalition  story  in  this  country  is,  largely, 
an  untold  story.  And  it  is  a  very  important  story.  And  it  has  had 
some  amazing  successes. 

I  have  often  compared  the  substance  abuse  field  to  what  I  have 
seen  in  some  football  games.  You  have  22  people  out  on  a  field  who 
need  rest,  being  watched  by  22,000  people  who  need  exercise. 

And  a  lot  of  what  the  coalition  world  has  done  in  the  last  several 
years  has  brought  a  lot  of  people  into  the  game,  who  have  not  be- 
fore been  in  the  game  but  have,  instead,  been  on  the  sidelines,  or 
simply  as  spectators. 

And  so  we  brought  these  different  sectors  together.  And  the 
CSAP  partnerships,  which  Ms.  Butler  has  spoken  about,  has  played 
an  important  role. 

The  252  substance  abuse  coalitions  funded  by  the  Center  for  Sub- 
stance Abuse  Prevention  have  gone  a  long  way  in  bringing  these 
various  sectors  together  to  unite  in  a  comprehensive  effort  to  de- 
liver services  to  a  community. 

They  played  a  very  important  role  in  advancing  the  issue  related 
to  substance  abuse,  raising  its  awareness,  and  calling  attention  to 
the  problems  we  face  in  this  country. 

I  know  that  in  our  own  membership  base  of  1,100  community 
coalitions,  Senator  Gorton,  we  have  WSAC,  which  is  about  60  coali- 
tions from  the  State  of  Washington.  We  also  have  the  Rainbow 
Aina  Haina  Coalition  from  Honolulu  that  is  a  member  of  our  group. 

These  are  examples  of  some  very  successful  programs  that  have 
brought  different  sectors  together  to  address  this  issue  in  a  com- 
prehensive way. 

Partnerships  have  instituted  drug-free  school  zones.  They  have 
organized  diversionary  drug  courts  to  move  first-time  drug  offend- 
ers out  of  overcrowded  prisons  and  into  drug  treatment,  trained 
ministers  in  drug  prevention,  cleaned  up  neighborhoods. 

They  have  provided  alternative  activities  for  youth,  assisted 
small-  and  medium-sized  companies  in  setting  up  drug-free  work- 
place programs. 

They  have  organized  public  service  advertising  campaigns  to  pro- 
mote antidrug  messages  in  the  media,  demolished  crack  houses. 
And  the  list  goes  on. 

These  coalitions  are  moving  to  address  other  social  ills  as  well 
that  have  substance  abuse  as  an  underlying  root  cause,  including 
AIDS,  homelessness,  domestic  violence,  and  poverty. 

Community  partnerships  have  become  a  model  for  effectively  ad- 
dressing a  wide  range  of  domestic  problems.  Often  in  our  local  com- 
munities, the  people  you  bring  together  to  address  the  substance 
abuse  issue  will  be  the  same  people  you  bring  together  to  address 
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domestic  violence,  teenage  pregnancy,  and  a  whole  host  of  other 
problems  facing  our  communities. 

The  CSAP  partnerships  have  played  an  instrumental  role  in  fa- 
cilitating, brokering,  and  mediating  services  to  eliminate  duplica- 
tion and  to  identify  gaps. 

CSAP  supports— -CADCA  supports  the  administration's  fiscal 
1995  budget  request  for  $115  million  for  the  Community  Partner- 
ship Program. 

We  also  recommend  an  additional  $50  million  to  replicate  these 
initiatives  in  other  communities.  It  is  important  that  the  coalition 
message  spread,  that  we  begin  to  promote  working  together  instead 
of  working  in  isolation. 

Community  problems  can  no  longer  afford  isolated,  fragmented 
solutions.  They  require  and  deserve  comprehensive  and  coordinated 
solutions  and  strategies  to  address  these  issues. 

The  CSAP  partnerships,  the  drug-free  schools  and  community 
money,  where  they  are  coordinated  with  community  services,  pro- 
vide an  answer  to  coordination. 

We  also  would  hope  that  this  committee  would  look  at  an  addi- 
tional $50  million  to  help  in  the  transition  of  these  CSAP  partner- 
ships. 

Many  of  them  are  facing  their  fifth  year  of  funding.  They  are  in 
the  process  now  of  planning  for  developing  local  funding  sources. 
But  many  of  them  are  in  a  position  where  they  are  going  to  need 
transition  funding,  as  well,  to  sustain  their  efforts. 

It  is  important  that  as  we  face  the  results  of  the  future — of  the 
monitoring  the  future  survey,  as  Ms.  Butler  has  pointed  out,  for 
1993,  where  we  have  seen  some  increases  in  8th,  10th,  and  12th 
grade  students  on  the  rise  of  drug  use,  that  we  continue  a  com- 
prehensive strategy,  a  coordinated  strategy  to  deal  with  this  prob- 
lem. 

PREPARED  STATEMENT 

We  urge  you  to  continue  to  support  this  program,  as  well  as  the 
safe  and  drug-free  schools  and  community  programs,  which  many 
of  our  coalition  members  are  funding  and  have  really  just  seriously 
begun  having  an  impact  in  their  local  communities. 

I  want  to  thank  the  committee  for  the  opportunity  of  appearing 
before  you  and  addressing  this  issue. 

Senator  Inouye.  All  right.  Thank  you  very  much,  Mr.  Copple. 

[The  statement  follows:] 

Statement  of  James  E.  Copple 

Thank  you  for  this  opportunity  to  testify  before  the  distingiiished  members  of  the 
Labor,  Health  and  Human  Services,  and  Education  Appropriations  Subcommittee. 
This  appropriations  subcommittee  has  an  important  role  in  deciding  funding  levels 
for  many  of  our  nations's  drug  prevention,  education  and  treatment  programs. 

In  early  February,  the  President  released  the  1994  National  Drug  Control  Strat- 
egy, outlining  this  Administration's  approach  to  addressing  the  drug  problem.  The 
Strategy  was  entitled  "Reclaiming  Our  Communities  From  Drugs  and  Violence."  It 
is  interesting  to  note  that  while  drugs  and  violence  are  recognized  as  national  prob- 
lems, policymakers  have  looked  to  the  local  level  for  real  solutions. 

Community  Anti-Drug  Coalitions  of  America  (CADCA)  was  created  in  October 
1992  to  assist  commumties  in  their  struggle  against  drugs  and  alcohol.  Many  of 
these  coalitions  were  formed  during  the  late  1980's  as  communities  across  America 
began  to  mobilize  at  the  grassroots  level  to  confront  the  drug  epidemic.  These  coali- 
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tions  brought  together  every  sector  of  the  community  to  address  the  drug  problem 
in  a  comprehensive  manner.  Schools,  business,  law  enforcement,  the  religious  com- 
munity, elected  officials,  media,  parents  and  otiiers  were  united  in  an  effort  to  com- 
bat illegal  drugs.  Groups  that  had  never  worked  together  found  themselves  collabo- 
rating around  the  drug  issue.  Today,  there  are  over  2,000  coalitions  working  to  re- 
duce the  use/abuse  of  drugs  and  related-violence. 

CADCA  currently  has  over  1,100  coalition  members.  The  organization  provides 
many  services  to  coalitions  including  on-site  technical  assistance  and  training,  legis- 
lative advocacy,  publications  and  conferences.  The  strength  of  CADCA  lies  in  our 
ability  to  identify  and  share  innovative  strategies  and  successful  programs  from  coa- 
litions across  the  country.  In  addition,  CADCA  has  been  the  catalyst  for  starting 
coalitions  in  cities  like  Atlanta,  Baltimore,  and  Battle  Creek,  Michigan. 

I  was  asked  to  serve  as  the  National  Director  for  CADCA  because  of  my  experi- 
ence as  a  local  coalition  leader  in  Wichita,  Kansas.  Having  worked  at  the  grassroots 
level,  I  have  witnessed  firsthand  the  impact  that  a  coalition  can  have  on  a  city's 
drug  problem.  Project  Freedom  was  launched  in  1989  by  a  collaborative  effort  be- 
tween the  school  district  and  a  local  health  foundation.  The  coalition  worked  from 
the  top  down  and  the  bottom  up  to  craft  an  action  plan  that  dealt  with  every  aspect 
of  the  drug  problem.  After  receiving  input  from  the  community  in  several  town 
meetings,  Project  Freedom  was  ready  to  initiate  real  change  in  Wichita. 

To  counter  the  growing  gang  problem  in  Wichita,  Project  Freedom  brought  to- 
gether law  enforcement  and  clergy  to  establish  an  "underground  railroad."  This  pro- 
gram encouraged  gang  members  to  leave  their  gangs,  and  provided  the  necessary 
resources  to  relocate  these  individuals. 

A  mini-grant  program  was  started  to  provide  seed  money  for  promising  prevention 
activities  in  the  neighborhoods.  The  coalition  secured  a  federal  grant  to  provide 
treatment  services  for  pregnant  women.  Many  other  programs  could  be  mentioned, 
but  the  greatest  impact  from  Project  Freedom  was  that  it  gave  hope  to  the  citizens 
of  Wichita  that  they  could  overcome  the  drug  problem. 

The  Center  for  Substance  Abuse  Prevention  (CSAP)  early  on  recognized  the  im- 
portance of  funding  coalitions  like  Project  Freedom.  In  fact,  the  Community  Partner- 
ship Program  at  CSAP  was  the  catalyst  for  starting  many  coalitions  across  the 
country.  Hundreds  of  coalitions  that  were  organized  to  apply  for  CSAP  funds  and 
were  not  funded  are  still  in  operation.  Eventually,  252  communities  were  selected 
to  receive  five-year  demonstration  grants.  Since  the  program  began  in  1989-90, 
Community  Partnerships  have  made  significant  contributions  to  their  local  drug 
problem. 

Partnerships  have  instituted  Drug-Free  School  Zones,  organized  Diversionary 
Drug  Courts  to  move  first-time  drug  offenders  out  of  overcrowded  prisons  and  into 
drug  treatment,  trained  Ministers  in  drug  prevention,  cleaned  up  neighborhoods, 
provided  alternative  activities  for  vouth,  assisted  small  and  medium  sized  compa- 
nies in  setting  up  drug-free  workplace  programs,  organized  public  service  advertis- 
ing campaigns  to  promote  anti-drug  messages  in  the  media,  demolished  crack 
houses,  and  the  list  goes  on  and  on. 

CSAP  Partnerships  have  harnessed  the  creative  energy  of  local  communities  in 
the  fight  against  drugs.  The  programs  spawned  by  these  Partnerships  have  been 
broad-ranging  and  effective,  and  key  relationships  between  institutions  working  in 
the  drug  area  have  been  formed  during  the  process.  Groups  that  have  never  worked 
together  are  now  sitting  down  at  the  table  to  implement  the  Partnership's  action 
plan. 

These  coalitions  are  moving  to  address  other  social  Uls  that  have  substance  abuse 
as  an  underlying  root  cause,  including  AIDS,  homelessness,  violence,  and  poverty. 
Community  Partnerships  have  become  a  model  for  effectively  addressing  a  wide 
range  of  domestic  problems.  In  a  time  of  tight  budgets,  the  coalition  approach  has 
assisted  communities  in  identifjdng  needs,  eliminating  duplication  in  services,  and 
coordinating  limited  resources  effectively. 

CADCA  supports  the  Administration's  fiscal  year  1995  budget  request  for  $115 
milUon  for  the  Community  Partnership  Program.  In  addition,  we  would  like  to  rec- 
ommend that  this  Subcommittee  consider  appropriating  another  $50  million  to  rep- 
licate these  initiatives  in  other  communities.  This  is  consistent  with  the  1994  Na- 
tional Drug  Control  Strategy  Goal  to  double  the  number  of  community  anti-drug 
coalitions  by  1996. 

Many  of  the  CSAP  Partnerships  wUl  have  their  five-year  grants  come  to  an  end 
in  1995.  In  anticipation  of  this  date,  these  communities  are  working  to  raise  local 
funding  resources  to  sustain  their  efforts.  Demonstration  projects  typically  have  a 
beginmng  and  an  end,  yet  communities  are  not  wilUng  to  see  these  Partnerships 
disappear  when  the  grant  ends.  Community  Partnerships  are  hindered  in  their 
fundraising  efforts  by  federal  grant  restrictions,  and  by  the  challenge  of  keeping 
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groups  within  the  coalition  as  they  compete  against  these  same  groups  for  local  re- 
sources. To  assist  Community  Partnerships  seeking  to  institutionalize  their  activi- 
ties, CADCA  recommends  that  this  subcommittee  appropriate  $50  million  in  supple- 
mental grants  for  this  transition  period.  Communities  stand  to  lose  a  great  dead  if 
these  groups  are  allowed  to  fail  because  of  a  shortage  of  resources. 

The  recent  1993  Monitoring  the  Future  Survey  shows  that  drug  use  among  8th, 
10th  and  12th  grade  students  is  on  the  rise.  This  disturbing  trend  is  complicated 
by  a  softening  in  attitudes  among  our  youth  concerning  the  danger  of  illegal  drug 
use.  Community  Partnerships  and  other  coalitions  have  played  a  major  role  in  pro- 
moting effective  prevention  and  education  programs  among  our  young  people.  At  a 
time  when  drug  use  is  increasing,  we  cannot  afford  to  have  coalitions  lessening  their 
activities. 

CADCA  recognizes  the  value  of  other  federal  programs  in  supporting  drug  preven- 
tion activities  at  the  local  level.  To  that  end,  we  urge  this  Subcommittee  to  pass 
the  Administration's  proposal  for  $660  million  for  the  SAFE  and  Drug-Free  Schools 
and  Communities  State  Grant  Program.  This  is  the  largest  federal  grant  to  support 
drug  prevention,  and  we  need  to  ensure  that  it  is  fully  funded. 

Thank  you  for  giving  me  this  opportunity  to  speak  on  behalf  of  the  thousands  of 
coalition  volunteers  who  are  leading  this  country's  fight  against  illegal  drugs.  These 
individuals  are  making  a  real  difference  and  they  need  your  support. 

STATEMENT  OF  RACHEL  SCHLESINGER,  ON  BEHALF  OF  THE  MENTAL 
HEALTH  LLUSON  GROUP 

Senator  INOUYE.  And  may  I  now  call  upon  Mrs.  Schlesinger? 

Mrs.  Schlesinger.  Thank  you. 

Mr.  Chairman,  Senator  Gorton,  my  name  is  Rachel  Schlesinger. 
And  I  am  here  to  testify  today  on  behalf  of  the  Mental  Health  Liai- 
son Group,  Budget  and  Appropriations  Committee. 

The  MHLG  represents  47  national  provider,  professional,  re- 
search, voluntary  health,  consumer,  and  citizen  advocacy  organiza- 
tions concerned  about  mental  health,  mental  illness,  and  substance 
abuse. 

I  see  why  I  am  sitting  at  this  table  because  our  problems  do 
interrelate. 

We  greatly  appreciate  your  giving  us  the  opportunity  to  present 
our  funding  recommendations  for  the  National  Institute  of  Mental 
Health,  the  National  Institute  of  Drug  Abuse,  the  National  Insti- 
tute of  Alcohol  Abuse  and  Alcoholism,  and  the  new  Office  of  Behav- 
ioral and  Social  Science  Research,  NIH,  and  the  Center  for  Mental 
Health  Services. 

As  you  know,  in  October  1992,  mental  health  service  programs 
and  research  at  the  Federal  level  were  separated  by  congressional 
mandate. 

Mental  health  services  were  placed  in  a  new  center  for  mental 
health  services  within  the  Substance  Abuse  and  Mental  Health 
Services  Administration. 

Reorganization  has  resulted  in  a  skeletal  Center  for  Mental 
Health  Services,  lacking,  however,  the  resources  to  do  the  job  Con- 
gress expected  from  it. 

In  its  first  year  of  existence,  the  center  was  not  only  short  of  staff 
and  money,  due  to  the  historical  neglect  of  services;  but  it  actually 
saw  most  of  its  programs  lose  funding  in  the  appropriations  proc- 
ess. 

With  two  notable  exceptions,  there  was  a  decrease  in  appropria- 
tions between  fiscal  year  1992  and  fiscal  year  1993  in  every  major 
program  administered  by  the  CMHS. 
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The  most  recent  appropriation  was  only  slightly  kinder  to  the 
struggling  new  center,  which  still  carries  legislative  mandates  far 
in  excess  of  its  capacity  to  deliver. 

The  Mental  Health  Liaison  Group  appreciates  the  uphill  efforts 
of  the  center  to  satisfy  the  many  program  demands  made  upon  it, 
ranging  from  initiatives  for  homeless  persons  with  mental  illness 
to  children's  mental  health  services,  community  mental  health 
block  grants,  protection  and  advocacy  services,  systems  develop- 
ment, and  prevention. 

But  in  the  final  analysis,  these  programs  require  administrative 
oversight  and  implementation.  The  center  should  not  be  compelled 
to  redirect  precious  dollars  away  from  these  programs  to  meet  criti- 
cal administrative  needs. 

It  is  essential  that  CMHS  have  an  increased  and  stable  funding 
base  to  meet  its  statutory  responsibilities  as  outlined  in  my  pre- 
pared statement. 

Mr.  Chairman,  for  those  suffering  from  mental  and  addictive  dis- 
orders, it  is  research  that  represents  the  promise  of  new  treat- 
ments, better  preventions,  and  the  possible  eradication  of  many 
devastating  illnesses. 

I  am  here  to  raise  my  voice  on  behalf  of  those  40  million  Amer- 
ican adults  and  12  million  American  children  suffering  from  mental 
or  addictive  disorders. 

Mental  illnesses  cost  the  Nation  a  staggering  $148  billion  in 
1990.  There  can  be  no  accounting  of  the  human  toll  these  disorders 
place  upon  individuals  and  their  families. 

With  adequate  funding,  the  NIMH  would  have  the  ability  to  vig- 
orously pursue  its  national  plans  on  schizophrenia,  the  Decade  of 
the  Brain,  child  and  adolescent  mental  health,  and  services  re- 
search. 

For  the  National  Institute  of  Mental  Health  in  fiscal  year  1995, 
the  Mental  Health  Liaison  Group  recommends  $767  million. 

Drug  abuse  and  drug  addiction  impacts  society  at  all  levels,  cost- 
ing our  Nation  over  $100  billion  each  year.  Stable  support  is  nec- 
essary for  research,  ranging  from  basic  studies  of  how  drugs  affect 
the  central  nervous  system,  to  studies  of  the  effectiveness  of  pre- 
vention interventions,  and  research  on  innovative  strategies  for  im- 
proving treatment  services. 

For  NIDA's  initiatives  in  fiscal  year  1995,  the  MHLG  rec- 
ommends $579  million.  More  than  15  million  Americans  suffer 
from  alcoholism  or  alcohol  abuse. 

Alcohol  is  used  by  more  Americans  than  any  other  drug.  Ade- 
quate research  and  training  funds  would  enable  the  NIAAA  to  in- 
crease its  focus  on  six  critical  areas:  Health  services  research,  re- 
search on  women  and  minority  health,  medications  development, 
research  on  youth  and  alcohol,  and  prevention  research.  The 
MHLG  recommends  $225  million  for  the  NIAAA  for  fiscal  year 
1995. 

As  much  as  50  percent  of  mortality  from  the  10  leading  causes 
of  death  in  the  United  States  can  be  traced  to  lifestyle. 

The  Office  of  Behavioral  and  Social  Science  Research  at  NIH  will 
identify  those  areas  where  public  health  needs  warrant  increased 
research  in  these  fields.  The  MHLG  recommends  $5  million  for  the 
Office  of  Behavioral  and  Social  Science  Research. 
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Mr.  Chairman,  I  am  here  today  to  lend  my  voice  for  the  40  mil- 
Hon  American  adults  suffering  from  mental  or  addictive  disorders 
because  my  son,  Thomas,  is  one  of  them. 

Tom  is  diagnosed  schizo-affective.  He  is  28  now.  He  attends 
Marymount  University  near  our  home  in  Virginia.  He  is  bright,  re- 
sponsible, and  has  a  good  sense  of  humor. 

But  I  must  add  that  things  were  not  always  this  way.  We  are 
fortunate.  Tom  is  receiving  good  care  now.  Tom's  story  is  a  success 
story. 

The  ability  of  my  son  and  so  many  like  him  to  lead  productive 
lives  is  possible  due  to  biomedical  and  behavioral  research  efforts 
that  this  committee  and  this  Government  have  supported  over 
time. 

The  difference  in  the  state  of  treatment  when  our  son  was  17, 
compared  to  now  when  he  is  28,  is  due  to  the  research  that  is  being 
done. 

PREPARED  STATEMENT 

There  has  been  a  revolution.  We  have  lived  through  the  turning 
point  when  blaming  the  family  was  the  norm,  to  a  new  understand- 
ing now  of  the  causes  and  effects  of  mental  illness.  So  we  are  very 
much  products  of  your  appropriations  task. 

Again,  thank  you  for  this  opportunity  to  appear  before  you  today. 

Senator  Inouye.  Mrs.  Schlesinger,  I  thank  you  very  much  for 
your  thoughtful  statement. 

[The  statement  follows:] 

Statement  of  Rachel  Schlesenger 

Mr.  Chairman,  distingmshed  Members  of  this  committee,  my  name  is  Rachel 
Schlesinger,  and  I  am  here  to  testify  today  on  behalf  of  the  Mental  Health  Liaison 
Group  Budget  and  Appropriations  Committee.  The  MHLG  represents  forty  seven 
national  provider,  professional,  research,  voluntary  health,  consumer,  and  citizen 
advocacy  organizations  concerned  about  mental  health,  mental  illness,  and  sub- 
stance abuse. 

Nearly  40  million  American  adults  suffer  from  mental  or  addictive  disorders.  My 
son  Thomas  is  one  of  them.  Tom  is  schizo-affective.  Tom  is  27  now.  He  attends 
Marymount  University  near  our  home  in  Virginia.  He  is  bright,  responsible,  and  has 
a  good  sense  of  humor.  But,  I  must  add,  things  were  not  always  this  way. 

When  Tom  was  an  adolescent,  teachers  began  to  notice  behavioral  problems  in 
him;  at  the  time,  my  husband  and  I  thought  that  this  was  part  of  being  a  teenage 
boy.  As  things  got  worse,  much  worse,  Tom  had  to  drop  out  of  high  school.  He  had 
violent  episodes  and  three  "breakdowns."  There  were  violent  episodes  and  a  threat 
of  suicide.  Interspersed  with  this  were  heroic,  yet  disastrous  attempts:  Tom  enlisted 
in  the  Navy — but  he  obviously  couldn't  function  there — he  received  an  honorable 
discharge.  Tom  took  his  college  boards.  He  scored  so  well  that  New  York  University 
accepted  him.  However,  after  two  weeks,  the  school  called  us  and  told  my  husband 
and  me  to  come  and  get  him — he  could  not  survive  college,  or  New  York. 

Tom  also  had  problems  with  alcohol  abuse.  I  wince  when  I  say  this  because  those 
that  are  close  to  the  situation  know  that  this  is  often  the  patient's  attempt  at  self- 
medication. 

We  are  fortunate;  Tom  is  receiving  good  care  now.  Tom's  story  is  a  success  story. 
The  ability  of  my  son,  and  so  many  like  him,  to  lead  productive  lives  is  possible  due 
to  the  biomedical  and  behavioral  research  efforts  that  this  committee  and  this  gov- 
ernment have  supported  over  time.  The  difference  in  the  state  of  treatment  when 
our  son  was  17,  compared  to  now  (Tom  is  28),  is  due  to  the  research  that  is  being 
done.  There  has  been  a  revolution.  We  have  lived  through  the  turning  point  of  blam- 
ing the  family  to  the  new  understanding  of  the  causes  and  effects  of  mental  illness. 
So  we  are  very  much  products  of  your  appropriations  task. 

The  scientific  opportunities  that  present  themselves  to  the  researchers  at  the  Na- 
tional Institute  of  Mental  Health,  the  National  Institute  on  Drug  Abuse,  and  the 
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National  Institute  on  Alcohol  Abuse  and  Alcoholism  are  extraordinary;  the  new  Of- 
fice of  Behavioral  and  Social  Science  Research  at  NIH  will  improve  support  of  basic 
and  applied  behavioral  and  social  science  research.  The  mental  health  services  pro- 
grams of  the  Substance  Abuse  and  Mental  Health  Services  Administration  at  the 
Center  for  Mental  Health  Service  are  breaking  new  ground.  Obviously,  time  will 
only  permit  me  to  highlight  a  few  of  these  endeavors.  However,  the  MHLG  will  soon 
forward  to  this  committee  and  the  Congress  its  best  professional  judgement  budget, 
and  an  analysis  of  the  Administration's  budget. 

In  October,  1992,  mental  health  service  programs  and  research  at  the  Federal 
level  were  sepsirated  by  congressional  mandate.  Research  went  with  the  National 
Institute  of  Mental  Health  into  the  National  Institutes  of  Health  and  services  were 
placed  in  a  new  Center  for  Mental  Health  Services  (CMHS)  within  an  overall  Sub- 
stance Abuse  and  Mental  Health  Services  Administration.  The  reorganization  gen- 
erated considerable  enthusiasm  within  the  mental  health  community,  which  saw  it 
as  an  opportunity  to  reinvigorate  Federal  leadership  in  the  services  arena  and  rec- 
ognize the  growing  stature  of  mental  health  research.  Unfortunately,  the  promise 
has  not  been  met. 

Instead,  reorganization  resulted  in  a  skeletal  Center  for  Mental  Health  Services 
lacking  the  resources  to  do  the  job  Congress  expected  from  it.  In  its  first  year  of 
existence,  the  Center  was  not  only  short  of  staff  and  money  due  to  the  historical 
neglect  of  services  over  the  past  decade,  but  it  actually  saw  most  of  its  programs 
lose  funding  in  the  appropriations  process.  With  two  notable  exceptions,  there  was 
a  decrease  in  appropriations  between  fiscal  year  1992  and  fiscal  year  1993  in  every 
major  program  administered  by  the  CMHS.  The  most  recent  appropriation  was  only 
slightly  kinder  to  the  struggling  new  Center,  which  still  carries  legislative  mandates 
far  in  excess  of  its  capacity  to  deliver. 

The  Mental  Health  Liaison  Group  appreciates  the  uphill  efforts  of  the  Center  to 
satisfy  the  many  program  demands  made  upon  it — ranging  from  initiatives  for 
homeless  persons  with  mental  illness,  to  children's  mental  health  services,  commu- 
nity mental  health  block  grants,  protection  and  advocacy  services,  systems  develop- 
ment, and  prevention.  But  in  the  final  analysis,  these  programs  require  administra- 
tive oversight  and  implementation.  Both  the  programs  and  their  administration  cost 
money.  The  Center  should  not  be  forced  to  juggle  its  scarce  resources  between  direct 
service  and  program  administration  because  of  budget  pressures.  It  should  not  be 
compelled  to  redirect  precious  dollars  away  from  programs  benefitting  persons  with 
mental  health  problems  to  meet  critical  administrative  needs. 

It  is  essentim  that  CMHS  have  an  adequate  and  stable  funding  base  to  meet  its 
statutory  responsibilities.  And,  in  most  cases,  as  you  will  see  from  the  list  of  our 
recommendations  for  the  Center,  this  means  further  increases.  But,  in  our  view, 
anything  less  is  an  intolerable  breach  of  faith  with  those  who  relied  on  the  promise 
of  reorganization  to  improve  Federal  leadership  in  mental  health  services. 

In  any  given  year,  22  percent  of  the  population  will  be  affected  by  mental  dis- 
orders such  as  major  depression,  schizophrenia,  manic-depressive  illness  and  obses- 
sive-compulsive disorder.  Mental  illnesses  cost  the  nation  a  staggering  $148  billion 
in  1990.  While  the  social  burden  of  mental  illness  is  difficult  to  compare  with  that 
of  other  types  of  illness,  a  recent  OTA  Report  stated  that,  "it  is  generally  of  the 
same  magnitude  as  cancer  and  heart  disease."  With  adequate  funding,  the  NIMH 
would  have  the  ability  to  vigorously  pursue  its  National  Plans  on  Schizophrenia,  the 
Decade  of  the  Brain,  Child  and  Adolescent  Mental  Health,  and  Services  Research. 
For  research  and  training  initiatives  at  the  National  Institute  of  Mental  Health  in 
fiscal  year  1995,  the  MHLG  recommends  $730  million. 

Drug  abuse  and  drug  addiction  impact  society  at  all  levels,  costing  our  nation  over 
$100  billion  each  year.  Drug  addiction  is  a  disease  characterized  by  changes  in  the 
brain  and  behavior.  Stable  support  is  necessary  for  research  ranging  from  basic 
studies  of  how  drugs  affect  the  central  nervous  system,  to  studies  of  the  effective- 
ness of  prevention  interventions,  and  research  on  innovative  strategies  for  improv- 
ing treatment  services.  For  NIDA's  research  and  training  initiatives  in  fiscal  year 
1995,  the  MHLG  recommends  $529  million. 

More  than  15  million  Americans  suffer  fi-om  alcoholism  or  alcohol  abuse.  Alcohol 
is  used  by  more  Americans  than  any  other  drug.  In  1990,  alcohol  abuse  and  alcohol- 
ism cost  the  nation  almost  $100  billion  in  morbidity,  mortality,  and  economic  vital- 
ity. Adequate  research  and  training  funds  would  enable  the  NIAAA  to  increase  its 
focus  on  six  critical  areas:  health  services  research;  research  on  women  and  minority 
health;  medications  development;  research  on  youth  and  alcohol;  and  prevention  re- 
search. The  MHLG  recommends  $210  million  for  NIAAA's  research  and  training 
budgets  for  fiscal  year  1995. 

As  much  as  50  percent  of  mortality  from  the  10  leading  causes  of  death  in  the 
United  States  can  be  traced  to  lifestyle.  The  Office  of  Behavioral  and  Social  Science 
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Research  at  NIH,  created  under  Public  Law  103—43,  will  not  only  develop  a  stand- 
ard definition  of  behavioral  and  social  science  research,  but  will  also  identify  those 
areas  where  public  health  needs  warrant  increased  research  in  these  fields.  The 
MHLG  recommends  $5  million  for  the  OBSSR. 

Center  for  mental  health  services 

Mental  health  block  grant $450,000,000 

Children's  mental  health 100,000,000 

Demonstration  programs  (CSP/CASSP) 36,000,000 

Prevention  10,000,000 

Clinical  training  15,000,000 

Protection  and  advocacy  30,000,000 

ACCESS  (homeless  services  demonstrations)  31,000,000 

PATH  200,000,000 

AIDS/mental  health  training  5,000,000 

AIDS/mental  health  demonstrations 15,000,000 

Statistical  data  collection  30,000,000 

Direct  operations 24,000,000 


Total  fiscal  year  1995  CMHS  appropriations  request 946,000,000 

[Dollars  In  millions] 

NIMH  NIDA  NIAAA 

Research  $690.7  $511.2  $204.3 

Research  training  39.1  17.4  6.0 

Research  management/support 37.0  40.4  14.5 

Total 766.8  579.0  224.8 

Senator  Inouye.  I  requested  the  opportunity  to  chair  these  hear- 
ings, although  I  am  not  chairman  of  this  committee.  I  am  chairman 
of  the  Defense  Committee. 

But  I  wanted  to — and  I  do  this  every  year — to  listen  to  the  public 
witnesses,  because  I  personally  believe  that  in  this  room  we  have 
the  men  and  women  who  may  well  hold  a  key  to  successfully  turn- 
ing our  country  around. 

Somehow,  we  in  the  Congress,  I  do  not  believe,  have  caught  on 
yet. 

Just  recently,  we  appropriated  in  the  Senate  $22  billion-plus  as 
part  of  our  anticrime  effort,  primarily  to  hire  100,000  new  police 
officers,  to  build  more  prisons,  to  have  64  new  death  penalties,  et 
cetera,  et  cetera. 

I  am  convinced  that  we  should  be  spending  more  on  prevention. 
And  this  is  where  you  will  come  in.  Now,  recently,  I  was  looking 
over  a  few  statistics  that  amazed  me. 

That  is  that  50  percent  of  homicides  are  carried  out  by  friends 
and  family  members.  The  cause?  Arguments.  That  is  all  it  is.  Argu- 
ments, and  they  shoot  each  other. 

On  the  other  hand,  drug-related  shootings,  I  think,  constituted 
10  percent;  youth  gangs,  5  percent.  The  biggest  was  arguments. 

And  yet,  we  are  spending  the  $22  billion  to  cope  with  about  25 
percent  of  the  problem.  And  we  are  going  to  be  appropriating  less 
than  $4  billion  for  prevention. 

Something  is  wrong.  And  so  I  wanted  to  come  this  afternoon  to 
encourage  all  of  you  to  call  upon  your  Senators  and  your  Rep- 
resentatives and  tell  them  the  story,  because  this  is  where  the  ac- 
tion is,  prevention. 
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And  it  is  like  in  medicine.  You  do  not  cope  with  lung  cancer  by 
cutting  out  the  lung.  You  try  to  stop  smoking  on  the  front  end. 

But  it  may  take  us  some  time.  But  we  will  catch  on.  So  I  want 
to  encourage  all  of  you  on  what  you  are  doing,  commend  you  for 
your  work. 

And  if  I  can  be  of  personal  help,  do  not  hesitate.  I  want  to  help. 

And,  Mrs.  Schlesinger,  I  was  very  moved  by  your  statement.  I 
hope  your  son  is  doing  better. 

Mrs.  Schlesinger.  Thank  you. 

Senator  Inouye.  Thank  you  very  much. 

Mrs.  Schlesinger.  Thank  you. 

[Pause.] 

Senator  Inouye.  Let  us  see  now.  Our  next  panel  is  made  up  of 
the  following  distinguished  Americans:  Representing  the  American 
Psychological  Association,  Dr.  Frank  Farley;  the  American  Psycho- 
logical Society,  Dr.  Alan  Kraut;  the  American  Psychiatric  Associa- 
tion, Dr.  Jerry  Wiener;  the  Institute  for  Community  Development, 
Mr.  Gerard  Leeds;  and  the  National  Alliance  for  the  Mentally  111, 
Ms.  Stella  March. 

[Pause.] 

STATEMENT  OF  FRANK  FARLEY,  ON  BEHALF  OF  THE  AMERICAN  PSY- 
CHOLOGICAL ASSOCIATION 

Senator  iNOUYE.  Dr.  Farley,  it  is  good  to  see  you  again,  sir. 

Dr.  Farley.  Yes;  it  is  good  to  see  you  again.  Would  you  like  for 
me  to  proceed? 

Senator  iNOUYE.  Please  proceed. 

Dr.  Farley.  Aloha. 

Senator  Inouye.  You  made  your  point  there.  [Laughter.] 

Dr.  Farley.  My  name  is  Frank  Farley.  I  am  a  professor  at  the 
University  of  Wisconsin  at  Madison,  testifying  here  today  on  behalf 
of  the  124,000  members  of  the  American  Psychological  Association, 
the  largest  psychological  association  in  the  world,  for  which  I  now 
serve  as  immediate  past  president. 

If  I  were  to  summarize  the  APA  testimony  in  three  words,  it 
would  be  exactly  what  you  would  say:  Prevention,  prevention,  pre- 
vention. 

And  if  I  were  to  emphasize  three  major  things  in  preventing  ill 
health  in  America,  it  would  be:  Behavior,  behavior,  behavior. 

I  think  the  slogan  for  the  future  of  health  in  America  is,  "Behav- 
ior kills.  Behavior  kills." 

We  are  increasingly  linking  a  wide  range  of  diseases  with  behav- 
ior. Heart  disease,  even  lung  cancer,  is  now  being  connected  to  be- 
havior. 

Accidents,  depression,  suicide,  you  mentioned  violence  and  crime, 
and  the  litany  goes  on. 

Because  we  believe  that  one  of  the  best  investments  we  can 
make  for  the  future  is  working  to  prevent  mental  and  physical 
problems,  our  recommendations  today  focus  on  the  need  for  in- 
creased support  for  prevention  research  and  services,  and  for  an  in- 
frastructure that  can  support  these  activities. 

APA's  written  testimony,  submitted  for  the  hearing  record,  cov- 
ers a  broader  range  of  our  interests  under  the  subcommittee's  juris- 
diction. 
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In  January,  the  Institute  of  Medicine  released  their  report  enti- 
tled "Reducing  Risks  for  Mental  Disorders,  Frontiers  for  Prevention 
Intervention  Research,"  a  study  completed  at  the  request  of  this 
committee. 

According  to  the  Institute  of  Medicine,  a  major  effort  is  needed 
to  study  the  prevention  of  mental  disorders,  along  with  a  national 
commitment  to  implementing  promising  prevention  programs. 

Unfortunately,  rigorous  preventive  intervention  research  on  men- 
tal health  problems  has  received  little  Federal  support;  only  about 
$20  million  per  year  across  all,  that  is  all,  Federal  agencies.  And 
few  researchers  have  been  trained  to  conduct  this  type  of  research. 

APA  joins  the  Institute  of  Medicine  in  recommending  an  increase 
of  $50.5  million  across  the  Federal  Government  to  create  a  robust 
prevention  intervention  research  agenda  for  mental  disorders. 

This  relatively  modest  investment  stands  to  pay  off  significantly 
in  the  long  run,  as  interventions  are  developed  and  disseminated 
that  prevent  the  onset  of  mental  health  disorders,  problems  that 
cost  this  Nation  billions  each  year  in  mental  and  physical  health 
care  costs  and  lost  productivity  and  lead  to  untold  human  suffering 
by  the  millions  who  experience  these  problems  and  their  loved 
ones. 

The  prevention  of  emotional  disorders  is  one  of  the  most  exciting 
areas  of  contemporary  mental  health  research  and  holds  significant 
promise  for  reducing  mental  health  problems  for  children,  youth, 
and  adults. 

Prevention  services  research  has  been  supported  by  the — ^by 
NIMH  for  over  10  years.  Although  the  NIMH  program  has  been  a 
small  one,  this  research  has  led  to  major  advances  in  the  develop- 
ment of  preventive  interventions,  particularly  with  respect  to  men- 
tal disorders  among  children  and  adolescents,  suicide  attempts 
among  adolescents  and  adults,  and  the  negative  impacts  of  stress 
on  young  adults. 

APA  strongly  urges  continued  support  for  the  NIMH  Prevention 
Services  Research  Program  and  recommends  funding  in  the 
amount  of  $22  million  to  expand  that  program,  including  the  fund- 
ing of  additional  prevention  intervention  research  centers. 

No  one  in  this  country  is  immune  to  the  effects  of  violence,  as 
witnesses,  victims,  perpetrators.  The  costs  of  violence  are  great;  for 
firearm  injuries  alone,  an  estimated  $1.4  billion  in  1990  and  direct 
expenditures  for  health  care  and  related  costs. 

In  our  recent  report,  "Violence  and  Youth,  Psychology's  Re- 
sponse," the  APA  Commission  on  Violence  and  Youth  concluded, 
based  on  psychological  research,  that  violence  is  not  a  random,  un- 
controllable, or  inevitable  occurrence. 

In  fact,  violent  behavior  is  learned.  That  which  is  learned  can  be 
unlearned.  That  is  something  we  have  learned  from  100  years  of 
psychology. 

Promising  strategies  for  preventing  violence  are  emerging.  How- 
ever, many  programs  have  been  created  without  scientific 
underpinnings.  And  few  preventative  interventions  have  been  rig- 
orously evaluated. 

APA  recommends  a  substantial  increase  in  the  Federal  commit- 
ment to  preventive  intervention  research,  focused  on  violence. 
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Support  for  prevention  research  today  can  have  enormous  payoffs 
tomorrow. 

Thank  you  for  the  opportunity  to  testify. 

Senator  Inouye.  I  thank  you  very  much,  Doctor.  Listening  to 
your  testimony,  I  could  not  help  but  recall  that  today  it  is  costing 
taxpayers  of  the  United  States  somewhere  between  $65,000  and 
$70,000  per  prison  inmate. 

Dr.  Farley.  And  it  is  a  growth  industry. 

Senator  Inouye.  It  is  so  much  cheaper  to  give  you  what  you 
want. 

PREPARED  STATEMENT 

Dr.  Farley.  Absolutely.  No  question.  And  violence  is  psycho- 
logical. And  prisons  are  growth  industries.  It  is  one  of  the  few  real 
estate  growth  industries  in  America. 

Senator  Inouye.  Yes;  with  all  of  the  members  you  have  in  your 
organization,  I  hope  you  will  pass  the  word  down  that  they  call 
upon  their  Senators  and  Representatives. 

Dr.  Farley.  Absolutely.  We  are  doing  that. 

Senator  Inouye.  It  is  very  important. 

[The  statement  follows:] 

Statement  of  Frank  Farley 

Mr.  Chairman,  members  of  the  Subcommittee,  thank  you  for  this  opportunity  to 
testify  on  behalf  of  the  American  Psychological  Association  (APA),  a  scientific  and 
professional  organization  representing  over  124,000  psychologists.  I  am  pleased  to 
provide  testimony  on  the  suDJect  of  fiscal  year  1995  appropriations  for  the  National 
Institutes  of  Health  (NIH)  and  the  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA).  In  addition  to  the  funding  recommendations  made  here, 
we  support  those  made  by  the  Mental  Health  Liaison  Group,  the  National  Organiza- 
tions Responding  to  AIDS  (NORA),  the  Coalition  for  AIDS  Prevention  and  Edu- 
cation (CAPE),  and  the  Ad  Hoc  Group  for  Medical  Research  Funding.  Our  testimony 
focuses  on  the  need  for  increased  support  for  prevention  research  and  services,  and 
for  an  infrastructure  that  can  support  these  activities;  specific  recommendations  are 
presented  at  the  end. 

NATIONAL  INSTITUTES  OF  HEALTH  PREVENTION  RESEARCH  AND  TRAINING 

Research  supported  by  the  National  Institutes  of  Health  (NIH)  focuses  on  the  pre- 
vention of  a  wide  range  of  health  and  mental  health  problems:  substance  abuse, 
heart  disease,  depression,  cancer,  AIDS,  and  more.  Members  of  this  subcommittee 
have  been  leaders  in  seeking  solid  growth  for  the  NIH  budget,  and  in  linking 
progress  in  biomedical  and  behavioral  research  to  progress  in  controlling  health  care 
costs.  The  Administration  has  recommended  a  4.7  percent  increase  in  funding  for 
NIH  for  fiscal  year  1995.  Although  we  are  grateful  for  the  support  shown  the  work 
of  NIH,  we  are  concerned  that  such  a  modest  increase  will  not  allow  the  advance 
of  progress  in  many  areas  of  the  NIH  budget  and  the  PubUc  Health  Service.  Behav- 
ioral research  may  suffer  the  slow  growth  disproportionately,  since  many  NIH  insti- 
tutes have  small  investments  in  this  area.  Fifty  percent  of  all  deaths  in  1990  were 
directly  related  to  behavioral  factors;  preventing  death,  and  costly  disabilities,  must 
continue  as  a  main  focus  of  public  policy  efforts,  and  of  health  research. 

Mental  Health. — In  January,  the  Institute  of  Medicine  (loM)  released  its  report 
on  Reducing  Risks  for  Mental  Disorders:  Frontiers  for  Preventive  Intervention  Re- 
search, a  study  completed  at  the  request  of  Congress.  According  to  the  loM,  a  major 
effort  is  needed  to  study  the  prevention  of  mental  disorders,  along  with  a  national 
commitment  to  implementing  promising  prevention  programs.  Unfortunately,  rigor- 
ous preventive  intervention  research  on  mental  health  problems  and  disorders  nas 
received  little  federal  support,  only  about  $20  million  per  year  across  all  federal 
agencies.  And,  few  researchers  have  been  trained  to  conduct  this  type  of  research. 
A  relatively  modest  additional  investment  of  $50.5  million  across  the  federal  govern- 
ment to  create  a  robust  prevention  intervention  research  agenda  for  mental  dis- 
orders stands  to  pay  off  significantly  in  the  long  run  as  interventions  are  developed 
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and  disseminated  that  prevent  the  onset  of  mental  health  disorders;  problems  that 
cost  this  nation  billions  each  year  in  mental  and  physical  health  care  costs  and  lost 
productivity,  and  lead  to  untold  human  suffering  by  the  millions  who  experience 
these  problems,  and  their  loved  ones. 

The  prevention  of  emotional  disorders  holds  significant  promise  for  reducing  men- 
tal health  problems  for  children,  youth,  and  adults.  Prevention  research  has  been 
supported  by  the  National  Institute  of  Mental  Health  (NIMH)  for  over  ten  years. 
Although  the  NIMH  program  has  been  a  small  one,  this  research  has  led  to  major 
advances  in  the  development  of  preventive  interventions,  particularly  with  respect 
to  mental  disorders  among  children  and  adolescents,  suicide  attempts  among  adoles- 
cents and  adults,  and  the  negative  impacts  of  stress  on  young  adults. 

OBSSR. — APA  is  very  pleased  to  see  that  the  newly  authorized  OfBce  of  Behav- 
ioral and  Social  Sciences  Research  (OBSSR)  is  now  being  established  in  the  Office 
of  the  Director  of  NIH.  This  new  office  can  serve  as  a  central  point  of  contact  and 
expertise  for  the  NIH  Director  on  questions  of  behavioral  and  social  influences  on 
health  and  prevention  of  disease,  and  will  make  it  easier  for  NIH  institutes  to  con- 
tribute to  cross-cutting  research  projects.  The  Office  of  the  Director  has  set  aside 
$2  million  for  fiscal  year  1994  for  the  start-up  of  the  new  Office. 

Women's  Health  Initiative. — One  woman  in  nine  will  develop  breast  cancer  over 
the  course  of  her  lifetime,  and  one  in  thirty  will  die  from  the  disease.  Given  the  sig- 
nificant gaps  in  our  knowledge  of  how  to  prevent  breast  cancer,  the  NIH  Women  s 
Health  Initiative  clinical  trial,  which  is  testing  the  link  between  a  low-fat  diet  and 
breast  cancer,  is  doubly  important.  In  its  assessment  of  the  initiative  released  last 
fall,  the  Institute  of  Medicine  recommended  that  the  primary  outcome  of  the  dietary 
portion  of  the  clinical  trial  be  changed  to  focus  on  cardiovascular  disease  rather 
than  breast  cancer.  If  this  recommendation  is  implemented,  it  will  likely  shorten  the 
study  and  make  it  impossible  for  the  effect  of  a  low-fat  diet  on  breast  cancer  inci- 
dence to  be  adequately  observed.  The  evidence  linking  diet  to  heart  disease  is  very 
strong,  and  remaining  research  questions  can  be  addressed  in  much  smaller  studies 
than  the  Women's  Health  Initiative.  It  has  been  observed  in  animal  studies,  and  is 
suggested  by  epidemiological  studies,  that  a  low-fat  diet  reduces  the  chances  of  get- 
ting breast  cancer.  However,  there  has  never  been  a  clinical  study  large  enough, 
long  enough,  or  comprehensive  enough  to  demonstrate  this  effect  in  humans.  The 
Women's  Health  Initiative  is  likely  the  only  potential  vehicle  to  answer  this  basic 
question. 

Children's  Health. — This  committee  has  always  been  interested  in  and  compas- 
sionate toward  our  nation's  children,  and  APA  applauds  this  special  focus.  Prevent- 
ing the  costly  and  tragic  illnesses  and  injuries  of  childhood  is  justifiably  becoming 
a  major  focus  of  research  initiatives  in  several  of  the  NIH  institutes,  including  the 
National  Institute  of  Child  Health  and  Human  Development. 

APA  thanks  this  committee  for  its  support  of  a  very  important  national  research 
study  on  the  effects  of  various  types  of  day  care  on  child  development.  The  National 
Institute  of  Child  Health  and  Human  Development  is  studying  over  1,000  children 
in  ten  sites  around  the  country  from  birth  through  age  7,  to  get  information  about 
the  children's  adjustment  to  school.  This  study  will  provide  needed  information  for 
parents  and  policymakers  about  the  environments  that  best  facilitate  early  learning 
and  self-confidence.  This  study  will  also  provide  better  data  on  the  care  and  develop- 
ment of  minority  children  than  has  been  available  in  the  past,  and  it  will  lay  the 
groundwork  for  a  variety  of  prevention  efforts. 

Training. — With  training  in  research  methodology  and  in  human  behavior  and  de- 
velopment, many  psychologists  are  uniquely  equipped  to  conduct  prevention  re- 
search. And,  according  to  the  loM  study,  the  great  majority  of  prevention  interven- 
tion researchers  are,  in  fact,  trained  as  psychologists.  Unfortunately,  there  is  a  seri- 
ous shortage  of  psychological  and  other  scientists  trained  to  conduct  rigorous  pre- 
vention research. 

VIOLENCE  PREVENTION 

No  one  in  this  country  is  immune  to  the  effects  of  violence:  as  victims,  witnesses, 
or  perpetrators.  The  costs  of  violence  are  great:  for  firearm  injuries  alone,  an  esti- 
mated $1.4  billion  in  1990  in  direct  expenditures  for  health  care  and  related  costs, 
$1.6  billion  in  lost  productivity  from  injury-related  illness  and  disability,  and  $17.4 
billion  in  lost  productivity  from  premature  death.  In  its  recent  report  Violence  & 
Youth:  Psychology's  Response,  the  APA  Commission  on  Violence  and  Youth  con- 
cluded, based  on  psychological  research,  that  violence  is  not  a  random,  uncontrol- 
lable, or  inevitable  occurrence.  In  fact,  violent  behavior  is  learned.  Promising  strate- 
gies for  preventing  violence  are  emerging.  However,  many  programs  have  been  ere- 
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ated  without  scientific  underpinnings,  and  few  preventive  interventions  have  been 
rigorously  evaluated. 

AIDS  PREVENTION 

The  lack  of  a  national  commitment  to  support  research  on  effective  strategies  to 
prevent  AIDS  has  been  repeatedly  cited  by  a  host  of  independent  expert  advisory 
groups.  Most  recently,  the  National  AIDS  Commission  report,  Behavioral  and  Social 
Sciences  and  the  HIV/AIDS  Epidemic,  concluded  that  tremendous  opportunities  for 
substantial  movement  forward  in  preventing  HIV  infection  have  been  lost  because 
of  gross  underfunding  of  behavioral  and  social  sciences  research  in  this  area. 

AIDS  prevention  services  at  both  the  CDC  and  SAMHSA  have  also  received  short 
shrift.  Over  the  past  six  months  however,  CDC,  collaborating  with  groups  such  as 
APA,  has  been  working  to  reform  the  way  their  HIV  prevention  services  dollars  are 
spent,  proposing  a  model  of  community-based  decisionmaking  informed  by  knowl- 
edge developed  by  the  behavioral  sciences. 

RECOMMENDATIONS 

APA  joins  the  loM  in  recommending  an  increase  of  $505  million  across  the  federal 
government  to  create  a  robust  prevention  intervention  research  agenda  for  mental 
disorders. 

APA  strongly  urges  continued  support  for  the  NIMH  Prevention  Research  pro- 
gram, and  recommends  funding  in  the  amount  of  $22  million  to  expand  the  pro- 
gram, including  the  funding  of  additional  prevention  intervention  research  centers. 

APA  supports  an  appropriation  of  $5  million  for  the  OfBce  of  Behavioral  and  So- 
cial Sciences  Research  for  fiscal  year  1995,  its  first  full  year  of  operation. 

APA  urges  you  to  fully  fund  NICHD's  request  for  the  child  day  care  project. 

APA  recommends  $12  million  additional  funds  at  NIH  for  post-graduate  and  mid- 
career  training  of  prevention  researchers. 

APA  urges  this  committee  to  direct  NIH  to  continue  the  Women's  Health  Initia- 
tive clinical  trial  as  currently  designed,  with  the  dietary  arm  of  the  clinical  trial  fo- 
cusing primarily  on  breast  cancer  prevention. 

We  urge  the  committee  to  fiilly  fund  important  studies  of  adolescent  health  and 
infant  mortality  prevention  in  the  National  Institute  of  Child  Health  and  Human 
Development. 

APA  recommends  a  substantial  increase  in  the  federal  commitment  to  preventive 
intervention  research  focused  on  violence. 

We  recommend  an  appropriation  of  $110  million  (out  of  a  recommended  $550  mil- 
lion for  all  AIDS  research)  for  funding  research  on  HIV  prevention. 

APA  strongly  encourages  the  Committee  to  support  a  $95  million  appropriation 
increase  for  CDC's  community  based  HIV  prevention  programming  for  fiscal  year 
1995.  Furthermore,  we  strongly  recommend  that  the  Committee  direct  that  some  of 
those  funds  be  used  to  develop  innovative  collaborations  between  service  providers 
and  researchers. 

Thank  you  for  the  opportunity  to  testify  before  you  here  today. 

STATEMENT  OF  ALAN  KRAUT,  THE  AMERICAN  PSYCHOLOGICAL  SOCI- 
ETY 

Senator  Inouye.  Dr.  Kraut. 

Dr.  Kraut.  Thank  you,  Senator. 

I  knew  that  you  were  going  to  be  chairing  this  hearing  today.  So 
I  took  the  liberty  of  contacting  an  old  friend,  a  witness  that  we  had 
presented  before  you  many  times,  Tara  Morton.  And  I  know  she 
would  want  to  send  her  best  to  you. 

Senator,  I  want  to  concentrate  today  on  just  one  issue.  My  writ- 
ten testimony  supports  many  of  the  points  that  were  made  on  the 
previous  panel  and  I  am  sure  will  be  made  by  others  here  today. 

But  that  one  issue  is  the  newly  authorized  NIH  Office  of  Behav- 
ioral and  Social  Science  Research.  We  are  asking  you  to  continue 
your  support  for  this  office  and  specifically  to  appropriate  $5  mil- 
lion for  its  implementation. 
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Our  request  is  based  on  four  points.  First,  behavior  plays  a 
central  role  in  health.  Second,  NIH  needs  to  do  more  in  basic  and 
applied  behavioral  science. 

Third,  the  congressional  authorizing  committees  as  well  as  this 
very  committee  have  already  told  NIH  to  increase  its  behavioral  re- 
search. But  fourth,  NIH  continues  to  resist  these  congressional 
mandates. 

Attached  to  my  written  statement.  Senator,  is  a  history  of  con- 
gressional actions  on  behavioral  science  of  the  NIH  from  1983  to 
1994. 

It  used  to  be  that  Congress  would  simply  acknowledge  the  impor- 
tance of  behavior  on  health  and  encourage  NIH  to  look  further  into 
the  relationship. 

But  in  1983,  a  new  pattern  emerged  that  ultimately  led  to  the 
new  office.  Each  year.  Congress,  many  times  through  this  appro- 
priations committee  and  many  times  through  your  personal  efforts. 
Senator  Inouye — and  we  are  deeply  appreciative  for  them — would 
express  more  and  more  frustration  that  NIH  was  not  complying 
with  congressional  intent,  and  would  ask  for  more  NIH  activity  in 
behavioral  science. 

Congress'  views  toward  behavioral  science  at  NIH  were  galva- 
nized in  1992  when  the  House  and  Senate  authorizing  committees 
transferred  the  three  institutes  to  NIH. 

The  conference  report  expressed  the  clear  intention  that  behav- 
ioral science  should  remain  a  strong  part  of  those  three  institutes, 
but  that  their  presence  does  not  relieve  the  rest  of  NIH  of  respon- 
sibility to  increase  behavioral  research  throughout. 

In  May  1993,  the  authorizing  committees  completed  the  NIH  Re- 
authorization Act,  which  describes  what  the  new  Office  of  Behav- 
ioral and  Social  Science  Research  is  to  do. 

The  first  task  is:  The  preparation  of  a  special  report  to  Congress 
identifying  those  specific  activities  which  represent  NIH's  behav- 
ioral and  social  science  research  portfolio. 

Then  the  ongoing  mission  of  the  office  is  to  identify  and  develop 
behavioral  research  projects  that  should  be  conducted  or  supported 
by  the  National  Research  Institutes. 

This  committee  wrote  in  strong  support  of  the  office  last  year. 
Your  report  encouraged  the  NIH  director  to  move  quickly  to  estab- 
lish the  office.  And  you  directed  that  sufficient  funds  be  set  aside 
for  start-up  and  to  fund  the  development  of  the  required  report. 

I  regret  that  despite  the  clear  and  detailed  directives  in  the  NIH 
reauthorization  and  in  the  Senate  appropriations  report,  NIH  con- 
tinues to  resist. 

The  statute's  February  1  deadline  for  initial  report  to  Congress 
has  come  and  gone  without  explanation.  And  there  is  little  evi- 
dence of  any  progress  in  even  starting  the  new  ofTice. 

At  a  time  when  7  of  10  leading  causes  of  death  in  the  United 
States,  ranging  from  violence  to  heart  disease  to  cancer  to  suicide, 
have  behavior  at  theii  base,  we  believe  that  it  is  simply  unaccept- 
able for  our  foremost  scientific  institution  to  systematically  neglect 
basic  and  applied  behavioral  research. 

The  public  health  needs  of  our  Nation  require  a  greater  commit- 
ment on  the  part  of  a  publicly-funded  NIH.  Therefore,  we  respect- 
fully ask  you  to  do  two  things:  To  appropriate  $5  million  in  1995 
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to  fund  the  establishment  of  the  NIH  Office  of  Behavioral  and  So- 
cial Science  Research  and,  second,  to  direct  NIH  to  move  quickly 
to  select  a  director  for  the  office  and  to  develop  the  required  assess- 
ment of  current  levels  of  behavioral  and  social  science  research  at 
NIH. 

Thank  you. 

Senator  Inouye.  Dr.  Kraut,  could  you  tell  us  why  NIH  is  so  op- 
posed to  this? 

Dr.  lOlAUT.  I  think  it  is  the  tradition  of  NIH  to  treat  disease  and 
disorder  in  a  medical  way,  to  cure  it.  And  mainly  behavioral  and 
social  science  takes  a  look  at  issues,  as  we  have  heard  from  pre- 
vious witnesses,  of  prevention. 

I  think  that  the  tradition  of  looking  at  things  in  a  microbiological 
way  is  at  odds  with  the  tradition  of  behavioral  and  social  science 
research. 

And,  frankly,  it  is  the  microbiological  aspect  that  rules  NIH. 

Senator  Inouye.  Well,  it  is  no  surprise  to  me,  because  the  last 
time  I  saw  statistics,  about  10  years  ago,  I  believe  we  were  spend- 
ing about  $1,400  per  American  man,  woman,  and  child  for  curative 
medicine  and  $1.50  for  prevention. 

PREPARED  STATEMENT 

Dr.  Kraut.  Yes;  I  think  it  is  the  same  issue  with  this  office  that 
was  present,  I  think,  in  the  national  center,  now  the  National  Insti- 
tute for  Nursing  Research. 

A  fairly  new  approach,  an  approach  that  is  not  at  the  core  of 
long-time  NIH  tradition  is  hard  for  NIH  to  accept.  And  they  some- 
times need  a  little  bit  more  encouragement  from  this  committee. 

Senator  Inouye.  Well,  I  can  assure  you  that  if  I  have  anything 
to  do  with  it,  it  will  be  done 

Dr.  Kraut.  Thank  you,  sir. 

Senator  Inouye  [continuing].  In  the  strongest  terms. 

Dr.  Kraut.  Thank  you. 

Senator  Inouye.  And  thank  you  very  much,  Dr.  Kraut. 

[The  statement  follows:] 

Statement  of  Alan  G.  Kraut,  Ph.D. 

Thank  you  for  the  opportunity  to  testify  about  fiscal  year  1995  appropriations  for 
the  National  Institutes  of  Health  (NIH)  and  its  the  newly  authorized  Office  of  Be- 
havioral and  Social  Science  Research.  The  American  Psychological  Society  joins  the 
Coalition  for  Health  Funding  and  the  Ad  Hoc  Group  for  Medical  Research  Funding 
in  recommending  $11.9  bUlion  for  NIH.  Within  that,  for  the  National  Institute  of 
Mental  Health,  we  join  with  the  Mental  Health  Liaison  Group  in  recommending 
$690.7  million  for  research,  $39.1  million  for  research  training,  and  $37.0  million 
for  research  management  and  support. 

Office  of  Behavioral  and  Social  Science  Research 

fiscal  year  1995  RECOMMENDATION:  $5  MILLION 

The  recent  reauthorization  for  NIH  created  an  Office  of  Behavioral  and  Social 
Science  Research,  because  for  at  least  the  past  decade  NIH  has  not  responded  to 
Congress'  strong  interest  in  increasing  behavioral  research  at  NIH — an  interest  that 
was  often  expressed  through  this  Subcommittee's  appropriations  reports,  and  an  in- 
terest that  NIH  ignored  for  too  long.  I  am  attaching  a  chronology  of  Congressional 
actions  on  behavioral  science  at  NIH  from  1983  to  1994.  It  shows  a  pattern  of  each 
year  Congress  asking  NIH  for  more  activity  in  behavioral  science,  and  each  year 
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Congress  expressing  more  and  more  frustration  with  NIH  for  not  compl5dng  with 
Congressional  intent. 

In  fiscal  year  1993,  Congress'  views  toward  behavioral  research  at  NIH  were  gal- 
vanized when  the  Senate  and  House  authorizing  committees  transferred  the  three 
research  institutes  of  the  then  Alcohol,  Drug  Abuse,  and  Mental  Health  Administra- 
tion to  NIH.  The  conference  report  on  the  transfer  expresses  the  clear  intention  that 
while  behavioral  science  should  remain  a  strong  part  of  those  three  institutes,  their 
presence  does  not  relieve  NIH  of  responsibility  to  increase  behavioral  science 
throughout.  (See  H.  Rpt.  102-522,  p.  127) 

The  authorizing  committees  later  completed  their  work  on  the  NIH  Revitalization 
Act  (Public  Law  103^3),  which  describes  precisely  what  the  Office  is  to  do.  The  first 
task  is  "the  preparation  of  a  special  report  to  Congress  identifying  those  specific  ac- 
tivities within  the  national  research  institutes  which  represent  the  NIH's  behavioral 
and  social  science  research  portfolio."  (H.  Rpt.  103-100,  p.  109)  The  conferees  call 
for  the  use  of  a  standardized  definition  of  behavioral  and  social  sciences  research 
in  estimating  the  portfolios  of  the  institutes  to  be  developed  in  consultation  with 
"professional  research  organizations  with  expertise  in  behavioral  and  social  science 
research." 

The  definition  of  behavioral  and  social  science  research  is  an  issue  because  of 
NIH's  history  of  exaggerating  its  support  of  behavioral  science  research  by  adding 
in  activities  only  remotely  related.  So,  in  addition  to  directing  that  a  standard  defi- 
nition be  developed,  the  statute  and  conference  agreement  also  specify  research  that 
cannot  be  termed  'Tjehavioral  science."  This  includes  strictly  'neurobiological  re- 
search or  research  that  uses  behavior  merely  as  a  measure  to  determine  activity  at 
cellular  or  molecular  levels."  The  report  goes  on  to  note  that  "in  the  past,  efforts 
to  include  such  research  within  the  framework  of  behavioral  and  social  science  re- 
search have  artificially  inflated  the  resource  commitment  to  this  research  discipline 
within  NIH."  (H.  Rpt.  103-100,  p.  109)  Once  the  definition  is  developed  and  the  ini- 
tial report  issued,  the  ongoing  mission  of  the  Office  is  to  "identify  projects  of  behav- 
ioral and  social  sciences  research  that  should  be  conducted  or  supported  by  the  na- 
tional research  institutes  and  develop  such  projects." 

This  Subcommittee  wrote  in  strong  support  of  the  Office  of  Behavioral  and  Social 
Science  Research  in  the  fiscal  year  1994  Appropriations  report.  You  encouraged  "the 
NIH  Director  to  move  quickly  to  establish  the  Office"  and  directed  that  in  "fiscal 
year  1994  sufficient  funds  be  set  aside  by  the  NIH  Director  as  startup  funds  and 
to  fund  the  development  of  the  required  report."  You  also  noted  your  intent  that 
NIH  increase  its  commitment  "to  research  in  health  and  behavior,  personality  re- 
search, social  and  developmental  psychology  across  the  lifespan,  thinking  and  cog- 
nitive science,  treatment  effectiveness,  psychopathology,  and  the  biological  bases  of 
behavior.  (S.  Rpt.  103-143,  p.  126)  But  I  regret  to  report  that,  despite  the  clear  and 
detailed  directives  in  the  Senate  Appropriations  report  and  in  the  NIH  reauthoriza- 
tion, NIH  continues  its  resistance.  'The  February  1  deadline  for  an  initial  report  to 
Congress  has  come  and  gone  without  explanation  from  NIH.  And  there  is  little  evi- 
dence of  progress  in  implementing  the  new  Office. 

At  a  time  when  7  of  the  10  leading  causes  of  death  in  America — ranging  from 
heart  disease  to  cancer  to  suicide — have  at  their  base  many  issues  of  behavior,  it 
is  simply  unacceptable  that  our  foremost  scientific  institution  systematically  ne- 
glects basic  and  applied  behavioral  and  social  science  research.  The  public  health 
needs  of  our  nation  require  a  significantly  greater  commitment  on  the  part  of  a  pub- 
licly funded  NIH. 

We  respectfully  ask  that  the  Subcommittee  continue  its  leadership  in  this  area 
by  taking  the  following  steps  regarding  the  NIH  OBSR:  Appropriate  $5  million  in 
fiscal  year  1995  to  fund  the  estaolishment  of  the  NIH  Office  of  Behavioral  and  So- 
cial Science  Research;  and  direct  NIH  to  move  quickly  to  select  a  director  for  the 
OBSR  and  to  develop  the  required  assessment  of  the  current  levels  of  behavioral 
and  social  science  research  by  the  national  research  institutes. 

RECOMMENDATIONS  FOR  BEHAVIORAL  SCIENCE  PROGRAMS  AT  NIH 

The  Human  Capital  Initiative. — In  recent  years,  this  Subcommittee  has  encour- 
aged NIH  and  other  federal  research  agencies  to  use  the  Human  Capital  Initiative 
(HCI) — a  national  behavioral  research  agenda — in  planning  their  behavioral  pro- 
grams. Several  institutes,  including  Aging,  Mental  Health,  Drug  Abuse,  and  Child 
Health  and  Human  Development  have  been  centrally  involved  in  the  development 
of  the  HCI  and  subsequent  research  initiatives  that  have  been  developed  under  the 
HCI  rubric.  We  ask  tnat  you  lend  your  support  to  this  effort  by  continuing  to  en- 
courage the  national  research  institutes  to  use  the  HCI  in  planning  their  behavioral 
science  programs  in  fiscal  year  1995  and  beyond. 
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NIMH  Behavioral  Science  Research  Centers. — ^After  several  Congressional  direc- 
tives, NIMH  created  a  Behavioral  Science  Centers  Program.  Two  centers  were  fund- 
ed last  year  and  two  more  will  be  funded  this  year.  We  ask  this  Subcommittee  to 
provide  $2  milHon  in  fiscal  year  1995  for  additional  NIMH  behavioral  science  re- 
sG3.rch  CGiitGrs. 

NIMH  B I  START.— In  fiscal  year  1994,  NIMH  also  responded  to  Congressional  di- 
rectives to  reverse  the  decline  in  support  for  young  behavioral  research  investigators 
by  establishing  the  Behavioral  Science  Track  Award  for  Rapid  Transition  (B/ 
START)  program.  Up  to  $1.6  million  will  be  available  for  20-40  B/START  grants. 
NIMH  has  received  more  than  150  B/START  applications  in  the  first  of  three  review 
cycles  for  fiscal  year  1994,  indicating  substantial  interest  from  the  field.  We  ask  the 
Subcommittee  to  allow  NIMH  to  expand  this  program  by  appropriating  $2.5  million 
for  B/START  in  fiscal  year  1995. 

NIMH  Behavioral  Science  Task  Force. — NIMH  has  now  embarked  on  its  most 
comprehensive  assessment  of  basic  behavioral  and  psychosocial  research.  The  result 
will  be  a  national  plan  for  behavioral  science  research  similar  to  other  NIMH  re- 
ports that  shaped  programs  in  schizophrenia,  child  and  adolescent  mental  disorders, 
and  neuroscience.  But  it  also  should  be  of  interest  to  the  broader  National  Institutes 
of  Health,  where  we  hope  the  report  will  strengthen  support  for  basic  behavioral 
science.  The  Task  Force  report  is  to  be  presented  to  the  NIMH  National  Advisory 
Council  soon.  This  Subcommittee  highlighted  the  Task  Force  in  last  year's  appro- 

S nations  report.  We  ask  the  Subcommittee  to  again  lend  its  support  to  NIMH's  Be- 
avioral  Science  Task  Force  and  urge  NIMH  to  report  to  Congress  with  implementa- 
tion plans  for  Task  Force  recommendations. 

NICHD — Normative  Research  on  Ethnic  Minorities  and  Middle  Childhood  Devel- 
opment.— ^Thanks  to  Congressional  leadership,  the  National  Institute  on  Child 
Health  and  Human  Development  has  issued  Requests  for  Applications  (RFA's)  in 
two  important  areas  of  behavioral  research:  the  normative  development  of  ethnic 
minorities,  and  middle  childhood  development.  An  ongoing  commitment  is  needed 
in  order  to  establish  adequate  knowledge  bases  in  these  two  areas,  both  of  which 
have  significant  potential  to  inform  public  policies  on  children  and  youth.  This  Sub- 
committee said  as  much  in  last  year  s  report.  To  ensure  NICHD's  continued  commit- 
ment to  these  areas  of  research  we  ask  that  the  Subcommittee  again  direct  NICHD 
to  issue  continuing  announcements  in  the  areas  of  normative  research  on  ethnic  mi- 
norities and  middle  childhood  development. 

NIDA  "Clinical  Trials"  on  Behavioral  Interventions. — NIDA  is  in  the  process  of  de- 
veloping a  program  announcement  to  promote  a  "clinical  trials"  approach  to  testing 
psycnological  interventions  in  drug  treatment.  Behavioral  interventions  are  one  of 
the  Institute's  main  priorities.  We  ask  the  Subcommittee  to  encourage  NIDA  in  its 
efforts  to  identify  the  most  effective  behavioral  interventions  in  drug  treatment. 

NIDA  Behavioral  Research. — NIDA  has  for  years  supported  laboratory  studies  of 
behavioral  interventions  to  improve  remembering,  thinking,  perception,  and  atten- 
tion in  older  people.  NIDA  is  now  prepared  to  move  to  the  next  phase,  which  in- 
volves "field"  testing  the  most  promising  of  these  behavioral  interventions.  We  re- 
quest this  Subcommittee  to  appropriate  $3  million  needed  to  support  an  anticipated 
five-site  project  in  fiscal  year  1995. 

Attachment  1 

history  of  congressional  actions  on  behavioral  science  at  nih — fiscal  years 

1983-1994 

(Compiled  by  the  American  Psychological  Society) 

FISCAL  YEAR  1983 

Disease  Prevention. — The  Senate  Appropriations  Committee  begins  what  will  be 
several  years'  worth  of  referencing  the  Institute  of  Medicine's  report,  "Health  and 
Behavior:  Frontiers  of  Research  in  the  Behavioral  Sciences."  Citing  the  lOM's  find- 
ings that  behavioral  factors  play  a  central  role  in  most  of  the  10  leading  causes  of 
death,  the  Committee  said  "NIH  and  ADAMHA  need  to  look  very  carefully  at  this 
matter  to  determine  how  research  in  the  life  sciences  can  be  broadened  to  embrace 
the  role  of  human  behavior  in  preventing  and  curing  disease."  (S.  Rpt.  97-680,  p. 
32) 

FISCAL  YEAR  1984 

Office  of  the  NIH  Director. — Reiterating  its  "strong  interest  in  having  the  Depart- 
ment give  a  high  priority  to  addressing  the  numerous  recommendations"  in  the  lOM 
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"Health  and  Behavior"  report,  the  Senate  Appropriations  Committee  also  notes  the 
Surgeon  General's  1979  "Healthy  People"  report  and  "directs  NIH  and  ADAMHA  to 
continue  to  give  these  documents  very  high  priority  and  to  report  back  to  the  Com- 
mittee prior  to  fiscal  1985  hearings  *  *  *."  (S.  Rpt.  98-247,  p.  86) 

FISCAL  YEAR  1985 

Office  of  the  Director. — Once  again,  the  Senate  Appropriations  Committee  cites 
both  the  lOM  and  "Healthy  People"  reports,  this  time  expressing  concern  that  funds 
for  implementing  related  initiatives  were  eliminated  from  the  NIH  budget  request. 
"Given  the  increasing  evidence  that  prevention  and  behavioral  medicine  ♦  *  * 
would  significantly  reduce  morbidity  and  mortality  from  most  of  the  leading  causes 
of  death  in  our  Nation,  the  Committee  urges  the  NIH  to  begin  discussions  among 
the  various  institutes  on  how  greater  emphasis  can  be  placed  on  research  strategies 
targeted  at  the  prevention  of  illness."  (S.  Rpt.  98-544,  p.  108) 

FISCAL  YEAR  1986 

Health  and  Behavior,  Office  of  the  Director.— There  is  a  shift;  in  the  tone,  as  the 
Committee  notes  that  less  than  3  percent  of  the  total  NIH  budget  is  for  behavioral 
and  social  science.  The  Committee  also  indicates  that  additional  funding  was  pro- 
vided in  fiscal  year  1985  expressly  for  NIH  to  implement  the  recommendations  of 
the  lOM  report  and  the  "Healthy  People"  report.  The  Committee  asks  "the  Director 
of  NIH  to  establish  a  special  inter-Institute  task  force  on  behavioral  research,  in 
order  to  ensure  that  appropriate  priority  is  given  to  this  evolving  area  by  each  of 
the  institutes,  and  to  provide  the  Director  and  the  Committee  with  guidance  in  this 
area  for  next  year's  bill."  (S.  Rpt.  99-151,  p.  112) 

FISCAL  YEAR  1987 

Health  and  Behavior  Research. — Echoing  the  Senate's  discussions  of  the  previous 
years,  the  House  Appropriations  Committee  urges  NIH  to  pursue  the  recommenda- 
tions of  the  lOM  and  "Healthy  People"  reports  and  expresses  its  support  for  behav- 
ioral and  social  science  research.  The  Committee  urges  NIH  to  direct  each  of  its 
research  Institutes  to  consider  increased  support  of  health  and  behavior  research, 
and  to  report  back  to  the  Committee  on  these  initiatives  *  *  *."  (H.  Rpt.  99-711, 
p.  44) 

FISCAL  YEAR  1988 

Health  and  Behavior  Research. — The  House  Appropriations  Committee  reiterates 
"its  strong  support  for  increased  health  and  behavior  research  at  NIH."  Noting  that 
NIH  health  and  behavior  research  was  still  less  than  3  percent  in  fiscal  year  1986, 
the  Committee  said  it  "believes  the  potential  payoff  from  increased  health  and  be- 
havior research  *  *  *  warrants  an  intensifiea  effort  by  NIH  to  support  this  kind 
of  research."  The  Committee  underscores  its  views  and  "again  urges  NIH  to  direct 
each  of  its  research  institutes  to  expand  its  portfolio  of  nealth  and  behavior  re- 
search, and  to  be  prepared  to  discuss  this  matter  with  the  Committee  during  the 
fiscal  year  1989  hearings."  (H.  Rpt.  100-256,  p.  55) 

Virtually  identical  language  appeared  in  the  Senate  Appropriations  Committee  re- 
port. (S.  Rpt.  100-189,  p.  141) 

FISCAL  YEAR  1989 

Health  and  Behavior. — ^The  House  Appropriations  Committee  escalates  it's  in- 
volvement in  the  issue  of  NIH  funding  for  behavioral  and  social  science  as  it  "reiter- 
ates its  intent  that  NIH  expand  its  health  and  behavior  portfolio"  *  ♦  *  and  "re- 
emphasizes  its  intent  that  NIH  expand  its  support  for  health  and  behavior  research 
ana  the  Director  should  be  prepared  to  testify  on  this  matter  when  he  presents  the 
fiscal  year  1990  budget  to  the  Committee."  (H.  Rpt.  100-689,  p.  48) 

Behavioral  Research. — Similarly  strong  language  appears  in  the  Senate  Appro- 
priations report,  with  the  added  point  that  the  constant  3  percent  of  NIH's  budget 
for  behavioral  research  "is  not  in  keeping  with  what  the  Committee  has  learned 
about  the  relationship  of  behavior  to  illness  and  disability  in  our  society  and  to  the 
associated  cost  of  behaviorally  influenced  health  problems."  The  Senate  Comnriittee 
also  specifically  states  that  the  NIH  mission  "encompasses  the  fostering  of  basic  in- 
quiry in  the  area  of  health  and  behavior  and  its  application  to  problems  of  health" 
and  again  says  it  is  the  Committee's  intent  that  NIH  will  "establish  each  year 
meaningful  and  explicit  goals  to  raise  its  expenditures  on  health  and  behavioral 
research  *  *  *."  (S.  Rpt.  100-399,  p.  147) 
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FISCAL  YEAR  1990 

Behavioral  Research. — In  an  extensive  discussion  emplojdng  the  strongest  lan- 
guage to  date,  the  Senate  Appropriations  Committee  expresses  support  for  behav- 
ioral research  and  chastises  NIH  for  failing  to  recognize  the  impact  of  behavior  on 
health  and  failing  to  respond  to  Congressional  directives  to  increase  the  overall  lev- 
els of  funding  beyond  the  estimated  3  percent  of  the  NIH  budget.  "The  Committee 
is  deeply  disturbed  that  the  NIH  report  [requested  in  the  previous  year]  does  not 
include  [a  plan  to  increase  behavioral  research],  and  the  Committee  directs  NIH  "to 
provide  another  report  this  fiscal  year  and  further,  to  specifically  include  the  re- 
quested long-term  planning  *  *  *."  (S.  Rpt.  101-127,  p.  166) 

FISCAL  YEAR  1991 

Public  Health  Service  Management. — The  problems  behavioral  research  encoun- 
ters at  NIH  have  been  mirrored  at  the  National  Institute  of  Mental  Health  and  the 
other  (then)  ADAMHA  institutes.  This  time,  the  Senate  Committee  calls  on  the  As- 
sistant Secretary  for  Health  to  ensure  compliance  with  past  Committee  directives 
concerning  behavioral  science  at  NIMH,  NIDA  and  NIAAA.  "For  the  past  several 
years,  this  Committee  has  stressed  the  importance  of  strengthening  psychological, 
behavioral  and  social  science  research,  training  and  service  programs  of  PHS  agen- 
cies. To  date,  the  [ADAMHA]  has  been  extremely  resistant  to  fulfilling  its  legislative 
mandate  in  this  regard."  The  Committee  also  cites  statements  by  the  Assistant  Sec- 
retary of  Health  that  regarding  the  nation's  health  problems:  "The  areas  of  greatest 
difficulty  had  their  roots  in  behavioral  and  social  issues,  not  just  biomedical  ones." 
(S.  Rpt.  101-516,  p.  174) 

FISCAL  YEAR  1992 

Health  and  Behavior. — Similar  to  report  language  in  previous  years,  the  Senate 
Appropriations  Committee  expressed  great  concern  about  NIH's  lack  of  progress  in 
increasing  behavioral  research,  referring  to  indications  that  the  percentage  was  ac- 
tually going  down.  Noting  that  a  requested  plan  has  not  been  forthcoming,  the  Com- 
mittee directed  NIH  to  redouble  its  efforts  to  increase  the  percentage  of  funds  it 
spends  on  health  and  behavior  research  within  the  next  3  years"  and  to  report  back 
within  months  with  plans  to  do  so.  (S.  Rpt.  102-104,  p.  148) 

FISCAL  YEAR  1993 

NIH  Behavioral  Science  Mission. — In  transferring  the  three  ADAMHA  research 
institutes  to  NIH,  the  House  and  Senate  authorizing  committees  express  in  their 
conference  report  the  clear  intention  that  while  behavioral  science  should  remain  a 
strong  part  of  those  institutes,  behavioral  and  social  science  should  be  advanced 
throughout  NIH: 

The  conferees  do  not  intend  the  reorganization  to  diminish  the  important  behav- 
ioral science  portfolios  of  the  three  former  ADAMHA  institutes.  Indeed,  the  con- 
ferees expect  that  the  transfer  of  these  three  institutes  will  bring  to  all  of  the  NIH 
institutes  an  increased  appreciation  for  an  emphasis  on  behavioral  science  and 
health  services  research.  The  conferees  reiterate  their  strong  support  for  psycho- 
logical, behavioral  and  social  research  in  the  understanding  of  mental,  addictive  and 
physical  disorders.  (H.  Rpt.  102-522,  p.  127) 

The  Office  of  Behavioral  and  Social  Sciences  Research. — ^The  reauthorizations  of 
NIH  established  within  the  NIH  Director's  office,  an  Office  of  Behavioral  and  Social 
Sciences  Research  (OBSR).  The  first  task  of  the  Office  is  to  submit  a  report  to  Con- 
gress by  February  1994  describing  the  current  levels  of  support  for  behavioral  and 
social  science  at  NIH.  The  NIH  report  will  use  definitions  to  be  developed  in  con- 
sultation with  outside  behavioral  and  social  science  organizations.  And  Congress 
specified  what  kinds  of  research  will  not  be  included.  The  conference  report  ex- 
pressed strong  interest  in  increasing  behavioral  science  at  NIH,  in  having  behav- 
ioral science  "span  the  gamut  from  basic  to  applied  science",  plus  it  provided  a  cau- 
tionary message  to  NIH  that  it  cannot  continue  its  resistance  to  behavioral  and  so- 
cial science.  Among  other  things,  the  report  said: 

"The  conference  agreement  includes  a  provision  prohibiting  the  inclusion  of 
neurobiological  research  or  research  that  uses  behavior  merely  as  a  measure  to  de- 
termine activity  at  cellular  or  molecular  levels.  In  the  past,  efforts  to  include  such 
research  within  the  framework  of  behavioral  and  social  science  research  have  artifi- 
cially inflated  the  resource  commitment  to  this  research  discipline  within  NIH. 

"Numerous  reports  have  documented  the  enormous  impact  of  behavior  on  health. 
The  Conferees  are  concerned  that  NIH  has  not,  relative  to  the  biological  sciences, 
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accorded  sufficient  priority  to  the  support  of  behavioral  research."  (H.  Rpt.  103-100, 
p.  109) 

FISCAL  YEAR  1994 

Office  of  Behavioral  and  Social  Sciences  Research. — ^The  Senate  Appropriations 
Committee  expressed  its  strong  support  for  the  newly-authorized  Office,  calling  on 
the  Director  of  NIH  to  move  quickly  to  start  and  adequately  fund  the  Office  in  fiscal 
year  1994.  Other  elements  included  the  development  of  a  standard  definition  of  be- 
havioral and  social  science  research  with  extensive  consultation  with  outside  groups, 
an  expectation  of  a  substantial  increase  in  NIH  funding  for  behavioral  and  social 
sciences,  and  an  outline  of  the  kinds  of  behavioral  research  that  should  be  encour- 
aged. (S.  Rpt.  103-143,  p.  126) 

STATEMENT  OF  JERRY  WIENER,  M.D.,  PRESIDENT-ELECT,  AMERICAN 
PSYCHIATRIC  ASSOCIATION 

Senator  INOUYE.  And  now,  may  I  call  upon  Dr.  Jerry  Wiener? 

Dr.  Wiener.  Thank  you,  Mr.  Chairman. 

I  am  Jerry  Wiener,  the  chairman  of  the  Department  of  Psychia- 
try at  the  George  Washington  University  Medical  School  and  also 
president-elect  this  year  of  the  American  Psychiatric  Association. 

I  am  here  to  present  our  association's  recommendations  regard- 
ing fiscal  year  1995  appropriations  for  the  National  Institute  of 
Mental  Health,  the  National  Institute  on  Drug  Abuse,  the  National 
Institute  on  Alcohol  Abuse  and  Alcoholism,  and  the  Center  for 
Mental  Health  Services. 

I  also  wish  to  associate  our  statement  with  the  testimony  of  the 
Ad  Hoc  Group  for  Medical  Research  Funding,  the  Coalition  for 
Health  Funding,  and  the  Mental  Health  Liaison  Group. 

Mr.  Chairman,  in  this  year,  as  we  debate  the  various  proposals 
for  health  care  reform,  the  ultimate  cost  savings  in  our  health  care 
system  will  be  provided  from  basic  biomedical  and  biobehavioral  re- 
search. 

It  is  research  that  will  provide  the  understanding  for  prevention, 
for  treatment,  and  for  improvement  in  the  quality  of  life. 

I  know  that  you  and  this  committee  are  well  aware  of  the  costs 
of  mental  and  addictive  disorders,  of  the  22  percent  of  the  popu- 
lation affected  by  mental  disorders  such  as  major  depression,  schiz- 
ophrenia, manic-depressive  illness,  serious  anxiety  disorders,  vio- 
lence and  the  consequences  of  violence,  of  the  impact  that  drug 
abuse  and  drug  addiction  have  on  our  society,  and  of  the  millions 
of  Americans  suffering  from  alcoholism  and  alcohol  abuse. 

Over  the  past  several  years,  there  have  been  dramatic  and  enor- 
mously beneficial  advances  made  in  the  recognition,  understanding, 
and  treatment  of  mental  illness  and  substance  abuse  and,  largely 
through  the  support  of  this  committee,  for  ongoing  basic  and  ap- 
plied research. 

Much  remains  to  be  done  and  especially  in  the  area  of  preven- 
tion, which  is  still  a  science  in  its  infancy. 

Ongoing  achievements  for  which  you  can  justifiably  take  some 
credit  include  the  discovery  of  lithium  for  the  treatment  of  manic- 
depressive  disorder,  saving  this  country  billions  of  dollars  and,  of 
course,  untold  misery;  a  better  understanding  of  the  biological  and 
environmental  contributions  to  mental  illness;  great  advances  in 
understanding  of  the  chemistry  of  the  brain  and  the  development 
of  medications;  sophisticated  epidemiologic  studies;  and  an  ability 
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through  imaging  technology  to  study  the  brain  as  it  actually  func- 
tions both  in  health  and  in  illness. 

Current  productive  and  promising  research  includes  the  develop- 
ment of  more  effective  treatments  for  schizophrenia  with  medica- 
tions that  have  fewer  side  effects  and  more  benefit  for  those  al- 
ready suffering  from  the  illness. 

The  development  of  a  new  generation  of  opiate  addiction  treat- 
ments, the  first  new  alternative  to  methadone  has  been  approved. 
And  its  development  was  supported  by  funds  from  the  National  In- 
stitute on  Drug  Abuse. 

Called  LAAM,  it  can  be  administered  every  other  day,  for  exam- 
ple, rather  than  daily  as  necessary  with  methadone. 

All  of  these  and  many  other  examples  only  underscore  how  im- 
portant and  how  cost-effective  and  how  beneficial  is  the  sustained 
research  investment  in  our  national  institutes. 

The  recommended  levels  of  that  investment  are  contained  in  my 
written  report  and  support  the  figures  already  presented  by  the 
Mental  Health  Liaison  Group. 

Further,  we  urge  a  sufficient  level  of  support  for  the  Center  for 
Mental  Health  Studies,  mental  health  services  within  SAMHSA, 
established  in  1992.  / 

It  is  critical  that  we  provide  support  for  services  development 
and  for  demonstration  projects  to  bring  better  preventive  interven- 
tions and  better  treatment  interventions  to  a  much  larger  group  of 
our  mentally  ill  than  we  now  are  able  to  do. 

Thank  you  very  much. 

Senator  Inouye.  Doctor,  you  indicated  that  if  we  are  to  address 
the  problems  of  Americans  through  the  health  reform  bill,  we  need 
a  solid  base  of  research. 

Are  you  suggesting  that  at  the  present  time  that  base  is  non- 
existent? 

Dr.  Wiener.  No;  I  would  not  suggest  that  at  all.  I  think  that 
there  is  a  very  substantial  research  base  in  the  understanding  of 
the  epidemiology,  of  the  causes,  of  the  prevention,  of  the  treatment 
of  mental  illness. 

There  has  probably  been  more  advance  in  those  areas  in  the  past 
15  to  20  years  than,  of  course,  in  all  of  the  years  in  our  human  his- 
tory before  that. 

It  is,  however,  an  area  in  which  there  is  so  much  promise  now 
that  has  not  really  been  there  before.  So  much  of  a  foundation  has 
been  established  in  these  past  years  of  research  that  I  think,  at 
this  point,  particularly  in  light  of  the  Decade  of  the  Brain  and,  I 
would  add,  in  the  Decade  of  the  Mind,  we  are  really  just  on  the 
brink  of  greater  new  discoveries  and  better  ways  of  understanding, 
preventing,  and  treatment  or  treating  mental  illness. 

We  have  a  very  substantial  research  enterprise  going  now.  It 
has — it  needs  continued  and  ongoing  support  to  realize  its  real  po- 
tential. 

Senator  Inouye.  Is  the  support  from  the  Government  sufficient? 

PREPARED  STATEMENT 

Dr.  Wiener.  We  are  recommending — I  think  it  is  probably  fair 
to  say  that  the  support,  perhaps,  is  never  thought  of  as  sufficient. 
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We  are  recommending  that  there  be  some  increase  over  the  ad- 
ministration's recommendations.  The  administration's  recommen- 
dations are  in  the  neighborhood  of  about  4  percent  overall. 

And  we  are  recommending  something  beyond  that,  which  I  think 
would  be  sufficient  to  carry  out  the  mission. 

Senator  Inouye.  Thank  you  very  much,  Doctor. 

Dr.  Wiener.  Thank  you. 

[The  statement  follows:] 

Statement  of  Jerry  Wiener,  M.D. 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Jerry  Wiener,  M.D., 
Chairman  of  the  Department  of  Psychiatry  at  George  Washington  University.  As 
President-Elect  of  the  American  Psychiatric  Association  (APA),  a  medical  specialty 
society  representing  more  than  38,000  psychiatrists  nationwide,  I  am  here  to 
present  the  APA's  recommendations  regarding  the  fiscal  year  1995  Appropriations 
for  the  National  Institute  of  Mental  Health  (NIMH),  the  National  Institute  on  Drug 
Abuse  (NIDA),  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA)  and 
the  Center  for  Mental  Health  Services  (CMHS)  at  the  Substance  Abuse  and  Mental 
Health  Services  Administration  (SAMHSA).  I  am  testifying  on  behalf  of  the  Amer- 
ican Psychiatric  Association,  American  Association  of  Chairmen  of  Departments  of 
Psychiatry,  the  American  Association  of  Directors  of  Psychiatric  Residency  Training, 
and  the  American  Society  of  Adolescent  Psychiatry.  I  also  wish  to  associate  the 
APA's  statement  with  the  testimony  of  the  Ad  Hoc  Group  for  Medical  Research 
Funding,  the  Coalition  for  Health  Funding  and  the  Mental  Health  Liaison  Group. 

Mr.  Chairman,  as  we  discuss  funding  for  the  NIMH,  NIDA,  NIAAA,  and  CMHS, 
the  debate  on  health  care  reform  surrounds  us.  Yet  the  real  cost  savings  from  any 
health  care  reform  proposal  that  is  adopted  by  the  Congress  will  be  provided  from 
basic,  biomedical  research:  it  is  research  that  will  provide  the  cures,  prevent  the  dis- 
eases and  save  lives;  it  is  research  that  will  really  reduce  the  costs  of  health  care 
in  this  nation. 

As  you  know,  the  reorganization  of  the  Alcohol,  Drug  Abuse,  and  Mental  Health 
Administration  in  1992  (Public  Law  102-321)  resulted  in  the  movement  of  the  three 
research  institutes,  NIMH,  NIDA,  and  NIAAA  to  the  National  Institutes  of  Health 
(NIH).  At  the  same  time,  as  part  of  such  legislation,  NIMH,  NIDA,  and  NIAAA  were 
required  to  spend  no  less  than  15  percent  of  their  research  monies  on  health  serv- 
ices activities,  but  a  significant  funding  source  for  those  health  services  research  ac- 
tivities, the  Alcohol,  Drug  Abuse,  and  Mental  Health  Services  Block  Grant 
(ADMHS)  set-aside  was  eliminated.  This  resulted  in  a  drastic  decline  in  NIMH, 
NIDA,  and  NIAAA  new  and  competing  research  grants  during  fiscal  year  1993. 
While  the  fiscal  year  1994  allocation  will  fiind  445  new  and  competing  Research 
Project  Grants,  at  NIMH,  it  should  be  noted  that  the  number  of  noncompeting 
grants  has  sharply  declined  from  927  in  1993  to  898  in  1994;  and  of  the  445  compet- 
ing grants  that  wQl  be  funded,  a  significant  portion  will  be  used  by  the  institute 
to  satisfy  the  required  15  percent  set-aside  for  health  services  research,  restricting 
basic  biomedical  research  in  other  areas. 

I  know  that  this  committee  is  well  aware  of  the  costs  of  mental  and  addictive  dis- 
orders: of  the  22  percent  of  the  population  affected  by  mental  disorders  such  as 
major  depression,  schizophrenia,  manic-depressive  illness  and  obsessive-compulsive 
disorder  each  >ear;  of  the  impact  drug  abuse  and  drug  addiction  have  on  our  society; 
and  of  the  15  million  Americans  suffering  from  alcoholism  or  alcohol  abuse.  It  is 
your  commitment  to  investing  in  research  that  has  helped  alleviate  some  of  the 
fears  and  reduce  some  of  the  stigma  associated  with  these  illnesses.  I  would  like 
to  share  with  you  some  of  the  successes,  and  potential  successes,  that  are  developing 
through  research: 

Schizophrenia,  the  most  chronic  and  disabling  of  severe  mental  disorders,  strikes 
young  adults  with  tragic  consequences  for  both  patients  and  families.  Schizophrenia 
seems  to  worsen  and  become  better  in  cycles  known  as  relapse  and  remission.  At 
times,  people  suffering  from  schizophrenia  appear  relatively  normal.  However,  dur- 
ing the  acute  or  psychotic  phase,  schizophrenics  cannot  think  straight  and  may  lose 
all  sense  of  who  they  and  others  are.  Currently,  effective  medications  can,  unfortu- 
nately, cause  severe  side  effects  in  too  many  patients.  Researchers  supported  by 
NIMH  report  that  a  new  antipsychotic  medication,  resperidone,  now  appears  to  offer 
promise  of  increased  safety  (fewer  side  effects)  while  being  at  least  as  effective 
against  schizophrenia  as  conventional  medications. 
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Opiates,  also  referred  to  as  narcotics,  are  a  class  of  drugs  used  medically  as  pain 
relievers,  anesthetics  or  cough  suppressants.  Unfortunately,  as  a  result  of  their  pow- 
erful properties,  they  have  a  high  potential  for  abuse.  About  half  of  those  who  abuse 
opiates  develop  a  dependence  or  addiction.  When  someone  becomes  dependent,  ob- 
taining and  using  the  drug  become  the  main  focus  in  life  to  the  exclusion  of  all  else. 
LAAM  (1-alpha-acetyl  metnadol)  is  an  alternative  to  methadone  for  opiate  addiction 
treatment.  It  is  the  first  new  alternative  medication  approved  in  a  decade  for  treat- 
ing heroin  and  other  opiate  addiction.  LAAM,  administered  every  other  day,  breaks 
addicts  of  their  daily  drug  seeking  behavior.  Developed  with  funding  from  the  Na- 
tional Institute  on  Drug  Abuse,  LAAM  fosters  greater  compliance  than  does  metha- 
done because  the  patient  does  not  have  to  make  daily  trips  to  the  clinic  for  the 
medication. 

Recent  scientific  breakthroughs  have  begun  to  dramatically  alter  our  views  on  al- 
coholism. The  myth  that  alcoholism  is  the  sign  of  a  ravaged  soul  devoid  of  discipline 
or  morality  is  yielding  under  the  weight  of  evidence  that  the  disease  is  largely  bio- 
logically determined.  The  National  Institute  on  Alcohol  Abuse  and  Alcoholism  is 
supporting  two  important  multisite  studies  of  genetics  and  treatment.  The  Coopera- 
tive Agreement  on  the  Genetics  of  Alcoholism  (COGA)  includes  scientists  at  several 
universities  seeking  to  pinpoint  the  chromosomal  location  of  genes  that  confer  sus- 
ceptibility to  alcoholism.  They  are  conducting  detailed  diagnostic  testing  and  genetic 
typing  01  2,400  people  in  several  hundred  families  in  which  alcoholism  may  be  in- 
herited. It  is  hoped  that,  eventually,  we  will  be  able  to  detect  the  disease  before  its 
damage  becomes  irreversible. 

Further,  we  believe  this  Committee  should  be  pleased  and  proud  of  its  leadership 
in  funding  support  for  this  new  knowledge.  Your  investment  in  research  has  greatly 
expanded  our  ability  to  understand  and  treat  mental  disorders  and  the  interrelated 
illnesses  of  alcoholism  and  drug  abuse.  For  example: 

Neuroimaging. — The  extraordinary  variety  and  sophistication  of  neuroimaging  de- 
vices and  techniques  are  revolutionizing  our  ability  to  understand  and  visualize 
both  the  structure  and  function  of  the  living  brain.  Advanced  neuroimaging  capabil- 
ity has  dramatically  improved  our  ability  to  diagnose  illnesses  and  disorders  such 
as  schizophrenia,  brain  tumors,  manic  depressive  illness  and  stroke,  and  will  play 
a  critically  important  role  in  the  development  of  new  treatment  protocols. 

Brain  structure. — Studies  on  normal  molecular  and  cellular  development,  genetics 
and  biochemical  functions  in  the  brain  may  explain  the  underpinnings  of  numerous 
brain  disorders  and  diseases.  A  deeper  understanding  of  how  the  blood  barrier,  for 
example,  maintains  its  integrity,  how  it  breaks  down  under  certain  condition,  how 
it  is  reconstituted  after  injury,  and  the  methods  to  cross  the  barrier  with  thera- 
peutics will  have  treatment  applications  for  a  spectrum  of  psychiatric  and  neuro- 
logical disorders  and  for  the  treatment  of  pain. 

Cognitive  Function. — Exciting  new  studies  are  underway  to  understand  the  bio- 
logical bases  of  cognitive  functions — memory,  language  and  learning.  These  studies 
hold  the  key  to  understanding,  preventing  and  treating  the  catastrophic  needs  of 
those  afflicted  with  dementias  wrought  by  Alzheimer's  Disease,  stroke  and  AIDS- 
related  dementia;  the  loss  of  cognitive  function  due  to  the  aging  process,  head  trau- 
ma and  other  factors;  and  mental  retardation  and  learning  disabilities  such  as  those 
experienced  by  nearly  8,000  American  infants  each  year  due  to  a  condition  known 
as  fetal  alcohol  syndrome  which  is  caused  by  maternal  drinking  during  pregnancy. 

Brain  and  Behavior. — Understanding  the  role  of  the  brain  in  alcoholism,  drug 
abuse,  depression,  suicide  and  other  "dysfunctional"  disorders  will  go  a  long  way  to- 
ward developing  new  treatment  and  prevention  strategies.  For  example,  under- 
standing the  role  of  brain  dopamine  receptor  location  and  function  may  explain 
drug-seeking  behavior  and  lead  to  therapeutic  treatments  for  minimizing  tiie  severe 
craving  experienced  by  chronic  cocaine  users. 

Failing  to  make  the  necessary  investment  in  NIMH,  NIDA,  and  NIAAA  supported 
brain  and  behavior  research  whether  through  sophisticated  neuroimaging  devices 
and  techniques  or  brain  structure  studies  on  molecular  and  cellular  development 
will  limit  realization  of  immediate  scientific  opportunities  and  slows  our  national 
quest  for  new  treatments,  improved  diagnostic  techniques  and  better  preventive 
measures  for  mental  illness  and  addictive  disorders.  Inadequate  funding  also  threat- 
ens over  the  long  term  our  national  research  capacity.  The  APA  and  the  Mental 
Health  Liaison  Group — a  coalition  of  47  organizations  concerned  about  mental  ill- 
ness and  addictive  disorders — propose  that  the  research  budgets  for  the  NIMH, 
NIDA,  and  NIAAA  be  increased  to  a  level  minimally  appropriate  to  the  quality  of 
the  science  which  merits  support,  as  follows:  $767  million  for  NIMH;  $579  million 
for  NIDA;  and  $225  million  for  NIAAA.  These  recommendations  include  critical  re- 
search training  and  research  management  and  support  activities,  as  well  as  support 
for  AIDS  research.  These  recommended  budgets  would  allow  the  institutes  to  sup- 


245 

port  high  quality  research  project  grant  appHcations  at  rates  that  will  not  dissuade 
excellent  investigators  from  even  applying  for  assistance. 

As  a  result  of  ADAMHA  Reorganization  in  1992,  mental  health  services  programs 
are  now  administered  by  the  Center  for  Mental  Health  Services  (CMHS)  at  the  Sub- 
stance Abuse  and  Mental  Health  Services  Administration  (SAMHSA).  Congress 
called  on  CMHS  for  a  vigorous  federal  leadership  role  in  mental  health  services  de- 
livery and  policy  development.  One  of  the  most  successful  programs  at  CMHS  is  the 
Children's  Mental  Health  Services  Program.  This  Committee  endorsed  the  program 
in  fiscal  year  1994  with  a  generous  increase  in  appropriations. 

As  you  know,  the  program  authorizes  grants  to  states  and  communities  to  stimu- 
late the  development  of  interagency  systems  of  care  for  children  and  adolescents 
with  mental,  emotional  or  behavioral  disorders.  The  philosophy  of  the  program  is 
child-centered,  with  requirements  for  individualized  services  (sometimes  known  as 
wrap-around  services),  and  on  services  which  support  families  to  care  for  very  sick 
youngsters  at  home.  This  program  is  successful.  We  recommend  a  funding  level  of 
$100  million,  the  authorization  level,  so  as  to  permit  continuation  awards  to  those 
grantees  already  fiinded  and  to  initiate  approximately  15  new  projects. 

We  also  present  for  your  consideration  the  following  funding  recommendations: 
$15  million  for  Clinical  Training  at  the  SAMHSA  Center  for  Mental  Health  Services 
to  better  ensure  the  placement  of  personnel  and  in  shortage  areas  and  in  public  fa- 
cilities and  to  improve  the  quality  of  training  provided  to  mental  health;  $450.0  mil- 
lion for  the  Block  Grants  for  Community  Mental  Health  Services  program  for 
SAMHSA's  Center  for  Mental  Health  Services.  At  a  time  when  state  governments 
are  facing  severe  budgetary  constraint,  there  can  be  no  overriding  reason  for  holding 
at  the  current  appropriation  this  program  that  provides  critically  needed  services 
to  the  mentally  ill;  $36.0  million  for  the  SAMHSA  Center  for  Mental  Health  Serv- 
ices Community  Support  Program  and  Child/Adolescent  Services  System  Program 
(CAP/CASSP);  $10.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services 
Prevention  initiatives;  $31.0  million  for  the  SAMHSA  Center  for  Mental  Health 
Services  "Access"  Homeless  Demonstration  programs  and  200  million  for  the 
SAMHSA  Center  for  Mental  Health  Services  PATH  Homeless  State  Grant  Program; 
$100.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services  Children's  and 
Communities'  Mental  Health  Systems  Improvement  Program;  and  $15.0  million  for 
the  SAMHSA  Center  for  Mental  Health  Services  AIDS  Mental  Health  Demonstra- 
tions Program. 

STATEMENT  OF  GERARD  G.  LEEDS,  THE  INSTITUTE  FOR  COMMUNITY 
DEVELOPMENT 

Senator  INOUYE.  And  now,  may  I  call  on  Mr.  Leeds? 

Mr.  Leeds.  Mr.  Chairman,  I  thank  you  for  the  opportunity. 

Senator  iNOUYE.  Will  you  use  the  microphone  there?  [Indicating.] 

Mr.  Leeds.  Mr.  Chairman,  I  thank  you  for  the  opportunity. 

With  me  here  is  my  partner,  cochairperson  of  the  Institute  for 
Community  Development,  Ililah  Leeds. 

We  are  here  to  testify  today  about  a  program  that  is  truly  dedi- 
cated toward  prevention  for  youth  at  risk.  We  are  all,  I  think, 
aware  of  the  crime  statistics. 

The  latest  ones  are  those  stated  by  Joyce  Elders  recently,  I  think, 
last  Saturday,  when  she  said  that  out  of,  I  think,  out  of  100  young, 
black  men,  20  percent  are  liable  to  lead  a  normal  existence  with 
a  family  and  emplo3rment. 

Some  40  percent  will  be  involved  with  drugs  and  alcohol  and  go 
nowhere;  20  percent  will  be  in  jail;  20  percent  are  liable  to  wind 
up  dead. 

That  is  a  terrible  statistic  for  an  important  part  of  our  minority 
population. 

Some  5  years  ago,  we  decided  that  it  would  require  some  private 
initiative  to  make  a  change  in  this  and  developed  an  organization 
called  the  Institute  for  Community  Development,  which  focuses  on 
youth  at  risk. 
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And  we  have  truly  proven  that  you  can  prevent  crime,  violence, 
unemployment,  before  it  starts.  We  have  a  program  called  STAR, 
Success  Through  Academic  Readiness. 

We  have  taken,  by  now,  over  5  years,  120  young  people  who  the 
junior  high  school  identified  as  being  most  at  risk  of  failing,  most 
at  risk  of  dropping  out  of  school,  of  never  graduating,  most  at  risk 
of  getting  into  trouble,  out  of  those  120  kids  not  a  single  one  has 
dropped  out  of  school. 

This  year,  this  June,  the  first  27  will  graduate  from  high  school. 
And  almost  70,  between  70  and  80  percent,  are  expected  to  go  on 
to  college;  children,  young,  most  African-Ajnerican  children,  that 
the  high  school  predicted  would  never — junior  high  school  predicted 
would  never  make  it  through  school. 

That  is  prevention.  It  is  interesting.  There  is  a  young  man  that 
comes  to  my  mind,  who  was  selling  drugs  at  the  age  of  13,  4  years 
ago.  He  is  now  17.  He  is  in  the  top  quarter  of  his  class.  He  is  in 
the  regular  school,  but  is  part  of  the  STAR  program. 

When  we  asked  him  what  he  wants  to  do  with  his  life,  he  said, 
"I  am  going  to  graduate  from  high  school.  Four  years  from  now,  I 
am  going  to  graduate  from  college.  I  will  become  an  accountant. 
Then  I  am  going  to  go  back  to  my  community  and  help  other  kids." 

That  is  prevention.  And  that  can  be  done.  The  program  is  fully 
documented.  It  is  fully  documented.  It  is  evaluated.  We  have  start- 
ed to  replicate  it  in  another  similar  community. 

I  think  it  could  be  done  anjrwhere  in  the  country,  at  a  cost  of 
about  $5,000  per  kid  per  year.  When  you  think  of  the  fact  that  a 
young  person — that  young  persons  that  succeeds  in  the  next  25 
years  will  pay  an  average  of  $250,000  in  taxes  versus  one  who  fails, 
which  will  cost  us  $250,000  to  $500,000  in  social  costs  and  criminal 
justice  costs,  the  effect  of  educating  our  children  right  are  just  ab- 
solutely enormous. 

Within  the — I  cannot,  within  the  3-minute  allowance,  discuss  in 
great  detail  how  the  program  works.  But  it  has  three  very  impor- 
tant components,  or  four. 

It  focuses  on  the  ones  that  are  most  at  risk.  It  is  long  term.  It 
stays  with  them  through  their  school.  It  focuses  on  solid  academic 
enrichment  so  that  they  are  prepared  for  a  real  life  and  real  jobs. 

All  of  the  kids  that  got  into  the  program  at  reading  levels  be- 
tween fourth  and  fifth  grade  or  less  are  now  reading  at  ninth  grade 
or  at  high  school  levels. 

And  the  final  component,  it  has  a  very  strong  personal  develop- 
ment counseling  component  in  it,  with  a  counseling  staff  that  is 
just  as  large  as  the  other  one.  And  it  is  still  only  $5,000  a  kid  to 
turn  their  lives  around. 

It  can  be  done.  And  what  we  are  here  to  ask  for  is  there  are — 
you  have  heard  millions  and  millions  and  millions  of  dollars  re- 
quested for  research.  And  I  think  that  that  is  very,  very  important. 

But  there  are  things  that  we  can  do  right  now,  with  a  very  down- 
to-earth,  sensitive — sensible  program  that  has  been  recommended 
by  educators  all  over. 

And  what  we  are  asking  is  to,  perhaps,  begin  to  make  a  modest 
beginning  to  take  somewhere  out  of  either  CSAP  funds  or  out  of 
the  various  programs,  out  of  the  crime  bill,  if  you  will,  to  take  a 
small  amount,  say  $5  million,  begin  programs  like  that  in  10  com- 
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munities,  and  prove  that  right  now  with  the  knowledge  we  have 
right  now  we  can  prevent  crime. 

We  can  prevent  violence.  We  can  prevent  the  decay.  We  can  pre- 
vent losing  a  whole  generation. 

Thank  you. 

Senator  INOUYE.  How  do  you  fund  your  program  at  the  present 
time? 

Mr.  Leeds.  The  program  is  right  now  privately  funded.  We  start- 
ed initially — we  happen  to  be  immigrants  to  the  country.  And  5 
years  ago,  we  decided  it  was  time  for  the  next  generation  to  run 
a  fairly  successful  publishing  company. 

We  started — and  time  for  us  to  give  something  back  to  the  com- 
munity. And  so  it  is  largely  privately,  initially,  funded. 

Today,  about  30  percent  of  our  funding  comes  also  out  of  corpora- 
tions who  both  give  us  funding,  who  cooperate  in  work-learning  in- 
ternship for  the  children,  and  so  on. 

Senator  Inouye.  To  serve  28  students,  how  much  is  your  budget? 

PREPARED  STATEMENT 

Mr.  Leeds.  For  the  first  28  students,  the  budget  is  $5,000  apiece. 
That  is,  oh,  about  $125,000  for  one  class.  For  the  total  budget  for 
120  students,  it  is  roughly  $600,000. 

We  have  a  new  program  going  that  takes  50  students  a  year, 
$200,000.  It  is  about  $1  million. 

Senator  Inouye.  Thank  you  very  much,  sir. 

Mr.  Leeds.  It  is  working. 

[The  statement  follows:] 

Statement  of  Gerard  G.  Leeds 

My  name  is  Gerard  G.  Leeds.  I  am  co-chairperson  of  the  Institute  for  Community 
Development.  With  me  is  Lavinia  Dickerson,  the  Institute's  Director  of  Programs, 
and  Pat  Halpin,  a  former  NY  State  Assembly  member  and,  most  recently,  the  Coun- 
ty Executive  of  Suffolk  County,  NY.  Together,  our  experience  spans  business,  psy- 
cnology,  education  and  public  service. 

I'm  here  to  present  to  you  and  seek  your  support  for  an  innovative  approach  to 
preventing  crime  and  violence,  before  it  occurs  instead  of  attempting  to  deal  with 
the  aftereffects.  We  do  this  by  identifying  children  in  junior  high  school  who  are 
most  likely  to  fail  later  in  school,  and  then  in  life.  The  program  asks  them  to  make 
a  commitment,  to  enroll  school,  in  a  powerful  academic  enrichment  and  personal  de- 
velopment program,  in  their  regular  school,  that  saves  virtually  every  one  of  them. 

Because  the  program  identifies  those  youngsters  most  likely  to  fail  and  gives  them 
attractive  alternatives  to  crime,  it  is  extremely  cost  effective.  While  it  costs  $50,000 
to  $80,000  to  keep  a  young  person  incarcerated  with  a  high  chance  of  recidivism, 
it  costs  only  about  $5,000  a  year  to  keep  a  youngster  in  school,  on  the  road  to  college 
and  a  decent  job,  with  a  high  probability  of  success. 

It  is  well  known  that  children  in  troubled  communities  begin  to  get  into  trouble 
during  early  adolescence,  entering  a  downward  slide  that  begins  with  failure  in 
school  and  ends  with  jail,  or  worse.  Those  who  succeed  in  spite  of  the  odds  are  in- 
variably young  people  who  have  a  strong  role  model  and  a  caring  environment  to 
grow  up  in. 

The  pro-ams  that  we  have  developed  provide  just  that — an  environment  of  aca- 
demic enrichment  that  allows  them  to  succeed  in  school,  and  a  component  of  per- 
sonal development  that  enhances  their  self  confidence  and  self  esteem,  and  provides 
strong  role  models  both  in  the  staff  and  among  their  peers. 

The  approach  is  well  documented  and  it  works.  In  the  Institute's  model  program, 
not  a  single  one  of  120  high-risk  youngsters  who  joined  the  program  during  the  last 
four  years  has  dropped  out  of  school  or  gotten  into  trouble.  Virtually  all  of  them  are 
headed  for  graduation,  college,  and  decent  employment. 

Our  approach  is  effective  because  we  start  with  the  simple  philosophy  that  all 
children  can  and  want  to  learn.  By  forming  partnerships  with  local  schools  we  pro- 
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vide  daily  academic  support  in  small  cluster  groups,  supporting  students  as  they 
pass  from  one  grade  to  ihe  next.  We  provide  group  and  individual  counseling,  con- 
flict mediation,  coping  skills,  and  college  and  career  readiness  training. 

STAR,  which  stands  for  Success  Through  Academic  Readiness,  is  a  year-round 
school-based  program.  It  focuses  on  young  people,  98  percent  of  whom  are  African 
American,  growing  up  in  one  of  New  York  State's  lowest  performing  school  districts, 
Roosevelt,  LI,  a  troubled  community  racked  by  crime,  drugs  and  violence.  We  spe- 
cifically ask  the  district  for  those  students  who  are  considered  most  at  risk  of  fail- 
ure. 

STAR  requires  that  young  people  make  a  commitment  to  attend  daily  two  hours 
of  supervised  STAR  activities.  Students  attend  these  activities  before  school,  during 
regular  school  hours,  and  after  school.  In  Roosevelt,  LI,  the  program  begins  at  7:30 
in  the  morning  and  continues  throughout  the  school  day  and  into  late  evening. 

When  the  program  started  in  1990,  the  school  referred  50  incoming,  at  risk,  9th 
grade  students.  About  half  accepted  the  challenge.  The  results  after  four  years  are 
startling — and  encouraging. 

The  first  class  of  25,  which  started  four  years  ago,  has  grown  to  28.  Every  one 
of  these  28  youngsters  is  expected  to  graduate  this  year,  some  with  honors.  All  but 
one  have  applied  to  college,  and  we  expect  70  percent  to  80  percent  to  be  accepted. 
Some  have  already  started  paying  taxes,  from  summer  jobs.  On  the  other  hand,  of 
the  25  who  chose  not  to  participate,  only  two  have  made  it  to  the  12th  grade,  many 
have  dropped  out,  and  a  substantial  percentage  have  spent  time  in  jaU. 

These  young  people  come  from  tough  backgrounds.  Forty  percent  of  the  young- 
sters in  the  school  are  said  to  come  from  foster  homes.  Fewer  than  15  percent  come 
from  two  parent  families.  There  are  incredible  stresses  in  their  lives.  "Almost  every 
one  of  my  relatives  is  in  jail,"  said  one.  Another,  a  10th  grader,  when  asked  by  the 
program  director  if  he  would  like  something  special  for  his  birthday  said,  'Tes,  I'd 
like  you  to  take  me  to  jail  to  visit  my  mother." 

The  change  can  be  dramatic.  One  young  man  was  selling  drugs  at  the  age  of  13, 
about  the  time  he  joined  the  program.  Today  he  is  a  healthy  senior,  confident  that 
he  will  graduate  in  June.  When  asked  about  his  future,  he  told  us,  "In  four  years 
I  want  to  graduate  from  college  and  then  I  want  to  help  other  kids." 

Given  the  success  of  the  Roosevelt  STAR  program,  we  used  a  similar  approach 
with  younger  students  entering  the  7th  grade.  We  started  COMET  in  Hempstead, 
a  neighboring  school  district  to  Roosevelt,  with  highly  promising  initial  results.  Be- 
cause of  the  success  our  programs  have  had  in  low  academic  performing  school  dis- 
tricts, we  firmly  believe  they  could  work  anywhere  in  the  United  States  in  areas 
with  similar  conditions. 

Several  members  of  Congress  and,  in  some  cases,  their  staffs  have  seen  STAR  at 
work  and  are  most  enthusiastic.  They  believe  it  would  have  a  real  chance  to  succeed 
on  a  broad  scale.  So  do  education  officials  in  school  districts,  and  state  and  federal 
governments. 

The  economic  benefits  of  this  approach  are  as  rewarding  as  the  educational  ones. 
The  cost  of  the  STAR  program  in  New  York  is  about  $5,000  per  year,  per  student — 
$20,000  over  a  four  year  period.  The  average  cost  of  failure  in  public  support,  crimi- 
nal justice  and  law  enforcement,  and  in  lost  taxes  is  vastly  greater.  It  has  been  esti- 
mated that  we  spend  $50,000  to  roughly  $100,000  each  year  on  incarceration  alone, 
and  that  the  lifetime  costs  of  a  young  person  failing  in  school  and  getting  into  trou- 
ble can  be  a  staggering  $500,000  or  more. 

We  know  that  our  approach  works.  Building  school-based  programs  in  collabora- 
tion with  schools,  communities  and  families  prevents  crime,  saves  money  and  cre- 
ates an  educated  computer-literate  work  force  instead  of  underclass,  undereducated, 
unemployed  youngsters.  It  is  highly  cost  effective  and  contributes  to  the  welfare  of 
the  country,  instead  of  allowing  people  to  slip  into  the  welfare  system. 

We  have  proven  that  we  do  not  have  to  lower  expectations  or  educational  stand- 
ards for  those  young  people  in  our  society  who  are  at  risk  of  failure  because  of  social 
conditions.  By  investing  in  education  instead  of  jails  we  can  help  young  people  and 
communities  break  the  cycle  of  disadvantage. 

We  recognize  there  are  multiple  programs  within  the  federal  government  that 
seek  to  improve  our  schools  and  help  at-risk  children.  There  is  one  in  particular  that 
I  would  like  to  draw  attention  to  today.  We  are  encouraged  that  the  House  Sub- 
committee on  Elementary,  Secondary,  and  Vocational  Education  recently  authorized 
H.R.  2455,  legislation  which  would  provide  $50  million  for  grants  to  local  school  sys- 
tems with  serious  school  crime  and  discipline  problems. 

We  support  H.R.  2455  as  a  matter  of  national  policy,  and  think  it  would  be  of 
enormous  benefit  to  us  as  an  organization  seeking  to  help  at-risk  children.  Although 
the  bill  hasn't  yet  completed  the  legislative  process,  we  hope  that  you  will  take  it 
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into  consideration  when  making  your  funding  allocations  for  the  Department  of 
Education. 

STAR  is  proof  that  funds  spent  on  such  programs  is  money  well  spent. 

We  propose  the  Congress  start  by  authorizing  funds  through  the  appropriate  fed- 
eral or  state  departments  that  would  support  the  Institute  in  launching  demonstra- 
tion programs  involving  4,000  to  10,000  young  people  in  10-20  communities  across 
the  nation.  These  demonstration  models  would  prove  that  there  is  an  alternative  to 
building  jails  and  boot  camps,  that  young  people  are  not  born  criminals,  and  that 
they  can  achieve  academic  excellence  without  lowering  educational  standards. 

The  program  should  prove  beyond  a  doubt,  that  with  the  right  kind  of  education, 
crime  can  be  prevented  before  it  starts  and  that  a  successful  education  can  make 
the  difference. 

We  must  give  children  a  chance  to  achieve  successful  futures.  The  children  de- 
serve it,  and  the  nation  deserves  it. 

STATEMENT  OF  STELLA  MARCH,  VICE  PRESmENT,  THE  NATIONAL  AL- 
LIANCE FOR  THE  MENTALLY  ILL 

Senator  Inouye.  And  now,  may  I  call  upon  Ms.  Stella  March? 

Ms.  March. 

Ms.  March.  Thank  you.  Thank  you. 

I  am  Stella  March.  Thank  you,  Mr.  Chairman. 

I  am  Stella  March,  the  first  vice  president  of  the  National  Alli- 
ance for  the  Mentally  111,  and  chair  of  its  Public  Policy  Committee. 

I  appear — I  am  here  today  on  behalf  of  NAMI's  140,000  member 
families  and  1,000  affiliates,  covering  every  State. 

I  come  here  from  the  State  of  California,  Los  Angeles,  leaving  84 
degrees  to  come  here.  So  it  must  be  very  meaningful  to  me  to  make 
this  trip.  [Laughter.] 

I  have  a  son  who  has  suffered  with  schizophrenia  for  19  years 
now.  And  I  have  followed  closely  and  with  personal  interest  the  re- 
search funding  and  findings  over  the  years. 

The  remarks  I  am  making  are  based  on  my  own  observations  as 
a  parent  member  of  NAML  We  are  all — all  of  the  members  of  the 
NAMI  has  a  son  or  a  daughter,  a  sibling  or  a  spouse,  or  a  parent 
who  is  suffering  from  severe  mental  illnesses. 

I  would  like,  first,  to  congratulate  this  committee  on  the  positive 
visible  outcomes  of  the  years  of  NIMH  funding,  which  has  re- 
sulted— which  has  had  good  results. 

In  other  words,  they  have  been  able  to  attract  enthusiastic  new 
young  researchers  who  have  given  it  their  all,  and  who  have  come 
up  with  good  findings  that  have  brought  us  new  hope  and  new  re- 
covery for  many  of  our  people. 

They  have  teamed  up  to  target  and  rehabilitate  areas  of  the 
brain  involved  in  schizophrenia,  manic  depression,  and  clinical  de- 
pression. 

This  funding  needs  to  be  continued  for  these  researchers  to  com- 
plete their  programs,  be  it  on  the  biological  or  clinical  basis. 

NAMI  is  concerned  about  the  current  policy  at  the  National  In- 
stitutes of  Health;  their  policy  to  cut  back  substantially  on  clinical 
research,  while  retaining  basic  biological  research  at  the  cell  level. 

I  cannot  emphasize  enough  the  need  for  both  clinical  and  basic 
research.  They  go  hand-in-glove.  The  clinical  follows  through  on  the 
basic  biological  research  and  translates  it  into  the  actual  treatment 
and  services  for  the  men,  women,  and  children  who  need  it. 

Without  the  clinical — I  have  rewritten  some  of  this,  Mr.  Chair- 
man, because  many  of  the  other  people  have  said  already  what  I 
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was  going  to  say.  And  I  was  trying  to  get  my  own  material  to- 
gether. 

NAMI  urges  the  subcommittee  to  maintain  a  balance  between 
basic  and  clinical  research  when  it  makes  its  appropriation  rec- 
ommendation; in  other  words,  to  have  the  language  in  there  to  rec- 
ommend that  this  balance  be  maintained. 

The  other  area  is  the  Center  for  Mental  Health  Services,  which 
has  been  covered  by  Mrs.  Schlesinger  and  Dr.  Wiener.  It  is  an  im- 
portant part  of  the  picture  for  services  and  treatment. 

I  myself  am  a  member  of  the  State  Mental  Health  Planning 
Board,  which  is  a  part  of  the  Center  for  Mental  Health.  We  relate 
to  them,  sending  them  the  plans  and  projects  and  proposals  for 
their  block  grant,  block  grants. 

It  is  an  important  element,  because  they  are  the  ones  that  take 
all  of  these  findings  for  service  and  treatment  to  the  community 
where  the  men,  women,  and  children  need  it,  and  receive  that  in- 
formation and  those  services. 

So  we  feel  that  that,  along  with  my  colleagues  here,  that  these — 
that  the  Center  for  Mental  Health  Services  has  been  receiving 
short  shrift. 

It  really  needs  to  be  considered  as  an  important  player  in  this 
whole  picture,  because  they  do  an  excellent  job.  They  are  trying  to, 
with  their  limited  dollars. 

In  order  to  support  all  of  these  efforts,  research  and  services  and 
treatment,  NAMI  urges  this  subcommittee  to  provide  a  total  of 
$766.8  million  for  NIMH  in  this  fiscal  year  1995  appropriation  bill, 
and  to  include  in  the  report  language,  as  I  said,  that  NIH  maintain 
a  balance  between  basic  and  clinical  research. 

The  ongoing  linkage  of  these  researchers  and  CMHS  are  both 
cost-effective  and  people-effective.  You  know,  in  mentioning  preven- 
tion, we  would  certainly  have  hope  that  there  would  be,  by  this 
time,  a  way  to  prevent  schizophrenia,  depression,  and  manic  de- 
pression. 

As  far  as  we  have  learned,  there  is  no  such  possibility  existing 
at  this  time.  We  hope  that  the  NIMH  will  soon  find  one. 

In  the  meanwhile,  what  NAMI  tries  to  prevent  is  the  return  of 
our  people  to  costly  hospitals,  to  costly  jails,  to  the  streets,  or  to 
their  suicides.  Those  are  the  only  preventions  that  we  can  do  at 
this  time. 

We — last  year,  the  advisory  council  to  NIMH  reported  that  ade- 
quate interventions  for  mental  illness  from  research  would  gen- 
erate a  net  savings  to  society  of  $2.2  million — $2.2  billion. 

Mr.  Chairman,  let  us  go  for  it. 

Thank  you. 

Senator  Inouye.  Well,  Ms.  March,  we  will  try  to  do  what  you 
have  suggested.  We  will  go  for  it.  [Laughter.] 

Ms.  March.  Thank  you.  [Laughter.] 

Senator  Inouye.  And  we  are  most  grateful  to  you  for  traveling 
this  long  distance  to  be  with  us. 

Ms.  March.  Thank  you. 

Senator  Inouye.  And  the  snow  is  not  too  bad. 

Ms.  IMarch.  No;  it  is  a  change.  [Laughter.] 

Incidentally,  Ed  Sullum,  the  Hawaiian  president  for  the  Alliance 
for  the  Mentally  111,  in  the  State,  Ed  and  Freda  Sullum — I  have 
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been  in  touch  with  them  very  often.  Their  son  is  doing  well  in  Mas- 
sachusetts, for  the  first  time. 

Senator  Inouye.  Well,  the  only  way  we  can  appreciate  the  good 
is  to  experience  the  bad.  So 

Ms.  March.  That  is  right. 

Senator  Inouye.  I  am  always  doing  that  here.  [Laughter.] 

Thank  you  very  much. 

Ms.  March.  You  are  welcome.  Thank  you. 

Senator  iNOUYE.  And  ladies  and  gentlemen,  I  thank  you  all  very 
much. 

STATEMENT  OF  DR.  HENRY  LEWIS,  PRESIDENT,  ASSOCIATION  OF  MI- 
NORITY HEALTH  PROFESSIONS  SCHOOLS 

Senator  Inouye.  Our  next  panel  consists  of  the  following:  Dr. 
Olen  E.  Jones,  representing  the  American  Association  of  Colleges 
of  Osteopathic  Medicine;  Dr.  Henry  Lewis,  representing  the  Asso- 
ciation of  Minority  Health  Professions  Schools;  Dr.  Edward  L. 
Langston,  representing  the  American  Academy  of  Family  Physi- 
cians; Dr.  Michele  Best,  the  American  Society  of  Clinical  Patholo- 
gists; and  Dr.  Linda  DeVore,  representing  the  American  Associa- 
tion of  Dental  Schools. 

Many  have  flights  to  catch.  So  I  hope  the  rest  will  accommodate 
this  last  panel.  May  I  call  on  Dr.  Jones?  Well,  his  flight  is  still  in 
Denver,  so  I  have  been  told.  [Laughter.] 

Dr.  Lewis. 

Dr.  Lewis.  Thank  you,  Mr.  Chairman. 

I  appreciate  the  opportunity  to  come  before  you  this  afternoon 
and  express  the  views  of  the  Association  of  Minority  Health  Profes- 
sions Schools,  or  AMHPS. 

I  am  Dr.  Henry  Lewis,  dean  of  the  College  of  Pharmacy  and 
Health  Science  at  Texas  Southern  University  in  Houston,  TX,  and 
president  of  the  Association  of  Minority  Health  Professions  Schools. 

AMHPS  is  an  organization  that  represents  all  of  the  Nation's  his- 
torical black  medical,  dental,  and  pharmacy  schools. 

Collectively,  our  institutions  have  graduated  over  50  percent  of 
the  black  pharmacists  in  the  country,  50  percent  of  the  African- 
American  physicians  and  dentists,  and  over  75  percent  of  the  Afri- 
can-American veterinarians.  They  are  all  graduates  of  AMHPS  in- 
stitutions. 

We  are  very  proud  of  the  accomplishments  of  our  institutions,  es- 
pecially given  the  significant  challenges  that  we  have  had  to  over- 
come throughout  our  entire  existence. 

For  a  long  time,  our  schools  have  struggled  against  terrific  odds 
to  survive.  The  support  of  your  subcommittee  in  terms  of  Federal 
resources  for  programs  impacting  our  students  and  our  institutions 
has  had  and  will  continue  to  have  a  significant  impact  in  enabling 
us  to  achieve  our  mission  to  improve  the  poor  health  status  of 
blacks  and  other  minorities  in  this  country  and  to  address  the 
underrepresentation  of  minorities  in  the  health  professions  training 
programs. 

In  spite  of  our  proven  success  in  training  minority  health  profes- 
sionals, the  AMHPS  institutions  endure  a  financial  struggle  which 
is  inherent  in  our  mission  to  train  disadvantaged  individuals  to 
serve  in  underserved  areas. 
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The  financial  plight  of  the  majority  of  our  students  had  affected 
our  schools  in  numerous  ways,  such  that  we  are  not  able  to  depend 
upon  tuition  as  a  means  by  which  to  respond  to  the  discontinuation 
of  capitation  funds  or  other  forms  of  Federal  cutbacks  to  support 
health  professional  education. 

Additionally,  due  to  the  fact  that  the  patient  population  served 
by  AMHPS  institutions  have  historically  been  poor  and  sicker,  our 
institutions  have  not  earned  money  from  the  process  of  patient  care 
at  a  time  when  the  average  medical  school  gets  40  to  50  percent 
of  its  revenue  from  patient  care. 

I  will  submit  to  you,  for  the  record,  my  complete  testimony  and 
AMHPS'  specific  recommendations.  Allow  me,  if  you  would,  to  high- 
light just  three  of  our  recommendations  to  you  this  afternoon,  Mr. 
Chairman. 

One,  the  Disadvantaged  Minority  Health  Improvement,  Health 
Professions  Training  Program:  In  1990,  Congress  passed  the  Dis- 
advantaged Minority  Health  Improvement  Act. 

The  purpose  of  this  act  was  to  improve  the  health  status  of  indi- 
viduals from  disadvantaged  backgrounds,  including  racial  and  eth- 
nic minorities  and  to  increase  the  number  of  those  individuals  in 
the  health  professions  training  programs. 

One  component  of  this  measure  was  an  expansion  of  institutions 
eligible  for  the  Minority  Centers  of  Excellence  Program,  or  COE. 

The  Centers  of  Excellence  Program  has  provided  a  tremendous 
boost  to  the  academic  excellence  of  most  of  the  AMHPS  institu- 
tions. 

Authorizing  legislation  passed  in  1991  expands  the  number  of  in- 
stitutions and  the  number  of  ethnic  minority  groups  that  may  ben- 
efit from  COE  funding. 

Because  of  this  expansion,  additional  funding  is  necessary  to  in- 
clude several  more  historically  black  health  professions  schools  and 
a  variety  of  other  institutions  that  have  a  strong  program  in  minor- 
ity health  training. 

It  is  imperative,  Mr.  Chairman,  that  these  predominantly  minor- 
ity institutions  which  train  a  disproportionate  number  of  minority 
health  professionals  and  provide  a  great  deal  of  care  to  the  minor- 
ity populations  receive  adequate  support. 

Mr.  Chairman,  we  are  extremely  distressed  that  the  President's 
budget  proposal  for  fiscal  year  1995  recommends  a  consolidation  of 
most  of  the  health  professions  training  programs.  We  urge  you  to 
reject  this  very  unwise  proposal. 

Two,  minority  programs  at  the  National  Institutes  of  Health:  The 
Research  Centers  in  Minority  Institutions  Program,  RCMI,  the  Mi- 
nority Biomedical  Reserve  Support  Program,  or  MBRS,  and  the  Mi- 
nority Access  to  Research  Careers  Program,  or  MARC,  each  plays 
a  very  important  role  in  assisting  our  institutions  and,  indeed,  the 
institution  that  you  represent,  Mr.  Chairman,  to  continue  to  build 
our  research  infrastructure. 

These  programs  are  critical  to  our  development  and  our  further 
existence. 

Last  year,  the  Congress  appropriated  approximately  $7  million 
through  the  RCMI  Program  for  facilities,  for  biomedical  research 
facility  construction.  Twenty-five  percent  of  these  dollars  were  des- 
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ignated  to  be  awarded  to  institutions  of  emerging  excellence,  or  the 
RCMI  or  Center  of  Excellence  type  of  institutions. 

AMPHS  strongly  supports  funding  for  the  extramural  grants  pro- 
gram for  biomedical  and  behavioral  research  facilities  construction 
at  RCMI  and  our  COE  institutions. 

This  new  program  was  established  in  the  NIH  reauthorization 
bill,  which  was  signed  into  law  as  Public  Law  103-43  in  June  1993. 

This  critical  mechanism  will  allow  our  schools  to  begin  to  catch 
up  and  to  begin  to  modernize  our  research  facilities,  an  area  in 
which  we  are  well  behind.  We  urge  you  to  provide  increased  fund- 
ing for  this  very  important  program. 

Third,  title  III,  part  B  of  the  Higher  Education  Act,  section  326 
is  a  program  of  extreme  importance  to  the  AMHPS  institutions. 

This  program  allows  historically  black  graduate  institutions,  in- 
cluding those  represented  by  AMHPS,  to  participate  in  the  part  B 
program  for  strengthening  our  schools. 

The  funding  from  this  program  is  utilized  in  our  institutions  to 
establish  and  strengthen  our  development  offices,  to  begin  our  en- 
dowment development  support  programs  and  to  enhance  our  edu- 
cational capabilities  at  the  graduate  level. 

Last  year,  the  Higher  Education  Act  reauthorization  added  11 
historically  black  graduate  programs  to  section  326,  now  making  16 
schools  eligible  for  this  funding. 

In  order  to  accommodate  the  new  schools  at  the  minimum  level 
of  funding  and  to  continue  the  progress  made  by  our  existing 
schools,  increased  funding  is,  indeed,  a  necessity  in  fiscal  year  1995 
for  this  program. 

A  funding  level  of  at  least  $18  million  will  be  necessary  to  accom- 
modate the  existing  and  the  11  new  programs  at  the  minimum 
level. 

Mr.  Chairman,  allow  me  once  again  to  offer  our  most  sincere  ap- 
preciation to  you  and  the  other  members  of  this  subcommittee  for 
the  support  and  the  resources  that  this  subcommittee  has  provided 
for  our  institutions  and  the  students  at  our  institutions  over  the 
past. 

And  we  urge  your  continued  investment  in  us  and  in  the  institu- 
tions and  the  students  that  we  represent. 

Thank  you  very  much. 

Senator  Inouye.  Thank  you  very  much.  Dr.  Lewis. 

For  the  record,  how  many  health  professions  schools  are  there  for 
minority  students? 

Dr.  Lewis.  Our  association,  which  represents  all  of  the  histori- 
cally black  medical,  dental,  and  pharmacy  schools  and  the  one  vet- 
erinary school,  total  11. 

And  these  11  schools  have,  as  I  indicated,  produced  almost  one- 
half  of  all  of  the  African-American  health  professionals  in  these  dis- 
ciplines. 

Senator  Inouye.  That  includes  Howard? 

Dr.  Lewis.  That  includes  Howard,  Meharry,  Morehouse,  and 
Charles  R.  Drew  Medical  Schools;  four  pharmacy  schools  which  in- 
clude Howard,  my  own,  Texas  Southern,  Florida  A&M,  and  Xavier; 
and,  of  course,  two  schools  of  dentistry,  one  at  Howard,  one  at 
Meharry;  and  the  only  historically  black  school  of  veterinary  medi- 
cine in  the  country,  that  being  at  Tuskegee. 
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Senator  Inouye.  How  many  graduate  degrees  did  these  schools 
provide  last  year? 

Dr.  Lewis.  Last  year,  I  do  not  have  the  exact  numbers.  Let  me 
just  talk  about  two  programs  that  immediately  come  to  mind  that 
are  members  of  our  association,  that  being  Florida  A&M  who  has 
just  recently  started  a  Ph.D.  program  in  pharmacology. 

It  graduated  five  Afi-ican-American  Ph.D.'s  last  year.  That  five, 
Mr.  Chairman,  was  representative  of  over  60  percent  of  all  of  the 
African-American  Ph.D.'s  in  the  pharmacology  discipline  nation- 
wide at  that — last  year.  When  you  look  at  Meharry  Medical 

Senator  Inouye.  You  mean  there  are  just  nine  in  the  whole  Unit- 
ed States? 

Dr.  Lewis.  I  did  not  understand  you. 

Senator  Inouye.  You  said  the  five  represented  60  percent. 

Dr.  Lewis.  Yes;  only  nine  graduated  with  a  Ph.D.  degree  last 
year  in  the  whole  United  States.  And  five  of  them  came  from 
AMHPS  members  institutions. 

Senator  Inouye.  Oh,  OK. 

Dr.  Lewis.  And  I  think,  as  you  look  at  the  contributions  that  our 
member  schools  are  making,  we  continue  to  make  those  kinds  of 
significant  contributions  to  the  manpower  in  this  country. 

Senator  Inouye.  Well,  how  many  minority  or  African-American 
physicians  are  actively  practicing  at  this  moment? 

Dr.  Lewis.  There  are  about  14,000  minority  physicians  practicing 
right  about  now. 

Senator  Inouye.  Out  of  a  total  of  what? 

[Pause.] 

Dr.  Lewis.  Out  of  600,000. 

Senator  Inouye.  There  are  14,000  out  of  600,000? 

Dr.  Lewis.  Yes,  sir. 

Senator  iNOUYE.  Not  quite  the  ratio  of  your  ethnic  group. 

Dr.  Lewis.  No,  sir;  and  I  think  that  that  is  probably  replicated 
with  Hispanics  and  other  minorities  equally. 

Senator  Inouye.  And  you  believe  that  by  putting  you  together  in 
that  program,  you  might  not  get  your  share? 

Dr.  Lewis.  We  firmly  believe  that  we  will  not  get  our  share  if  we 
are  all  grouped  together  as  the  Health  Professions  Training  Pro- 
gram. 

I  think  the  progress  that  has  been  made  by  having  those  pro- 
grams separate  will  be  jeopardized.  And  the  continued  expansion 
of  these  programs  will  be  minimized  by  grouping  them  all  together. 

Senator  iNOUYE.  So  you  would  like  to  have  this  committee  ear- 
mark some  funds? 

PREPARED  STATEMENT 

Dr.  Lewis.  Preferably,  if  we  could  continue  the  current  programs 
as  stand-alone  programs,  as  they  are  right  now,  I  think  it  would 
be  in  the  best  interests  of  this  country  as  well  as  training  minority 
health  care  practitioners. 

Senator  Inouye.  I  think  it  makes  sense. 

Dr.  Lewis.  Thank  you. 

Senator  Inouye.  Thank  you  very  much,  sir. 

[The  statement  follows:] 
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Statement  of  Henry  Lewis  III 

Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  present  the  views  of  the  Association  of  Minority  Health  Professions  Schools 
(AMHPS).  I  am  Dr.  Henry  Lewis,  Dean  of  the  College  of  Pharmacy  and  Health 
Sciences  at  Texas  Southern  University,  and  President  of  the  Association  of  Minority 
Health  Professions  Schools  (AMHPS). 

AMHPS  is  an  organization  which  represents  eleven  (11)  Historically  Black  Health 
Professions  Schools  in  this  country.  Included  are  four  (4)  schools  of  Medicine- 
Meharry,  Morehouse,  the  Charles  R.  Drew  University  of  Medicine  and  Science  and 
Howard  University;  four  (4)  Schools  of  Pharmacy;  Xavier  University  College  of  Phar- 
macy, Texas  Southern  Universitv  College  of  Pharmacy  and  Health  Sciences,  Florida 
A&M  College  of  Pharmacy,  and  Howard  University  College  of  Pharmacy;  two  (2) 
schools  of  Dentistry;  Meharry  and  Howard  University;  and  one  (1)  school  of  Veteri- 
nary Medicine;  Tuskegee  University.  Combined,  these  AMHPS  institutions  have 
graduated  50  percent  of  all  the  nation's  African- American  pharmacists,  50  percent 
of  African-American  physicians  and  dentists,  and  75  percent  of  African-American 
veterinarians.  Most  of  these  graduates  are  working  in  the  nation's  underserved 
rural  and  inner  city  communities. 

We  are  very  proud  of  the  accomplishments  of  our  institutions,  especially  given  the 
significant  chaUenges  that  we  have  overcome  throughout  our  existence.  For  a  long 
time  our  schools  have  struggled  against  terrific  odds  to  survive.  The  support  of  your 
subcommittee  in  terms  of  federal  resources  for  programs  impacting  our  students  and 
our  institutions  has  had  and  will  continue  to  have  a  significant  impact  in  enabling 
us  to  achieve  our  mission  to  improve  the  poor  health  status  of  Blacks  and  other  mi- 
norities and  to  address  the  underrepresentation  of  blacks  and  other  minorities  in 
the  health  professions. 

Despite  the  recent  federal  support  that  has  been  provided  to  our  institutions, 
there  is  a  historic  shortage  of  minorities  in  the  health  professions.  While  Blacks  rep- 
resent approximately  12  percent  of  the  U.S.  population,  only  2  to  3  percent  of  the 
nation's  physicians,  dentists,  pharmacists,  and  veterinarians  are  black.  Studies  have 
demonstrated  that  when  African-Americans  are  trained  in  the  health  professions, 
they  are  much  more  likely  to  serve  in  medically  underserved  areas,  more  likely  to 
take  care  of  other  minorities  and  more  likely  to  accept  patients  who  are  Medicaid 
recipients  or  otherwise  poor.  For  this  reason,  it  is  imperative  that  the  federal  com- 
mitment to  training  African-Americans  in  the  health  professions  be  strong. 

In  spite  of  our  proven  success  in  training  minority  health  professionals,  the 
AMHPS  institutions  endure  a  financial  struggle  which  is  inherent  in  our  mission 
to  train  disadvantaged  individuals  to  serve  in  underserved  areas.  The  financial 
plight  of  the  majority  of  our  students  has  effected  our  schools  in  numerous  ways, 
such  that  we  are  not  able  to  depend  on  tuition  as  a  means  by  which  to  respond  to 
the  discontinuation  of  capitation  or  other  forms  of  federal  support  for  health  profes- 
sional education.  Additionally,  due  to  the  fact  that  the  patient  populations  served 
by  the  AMHPS  institutions  have  historically  been  poor,  our  institutions  have  not 
earned  money  from  the  process  of  patient  care  at  a  time  when  the  average  medical 
school  gets  40  to  50  percent  of  its  revenue  from  patient  care. 

There  is  a  direct  correlation  between  the  health  status  disparity  of  blacks  com- 
pared to  whites  and  the  under-representation  of  minorities  in  the  health  professions. 
The  1985  HHS  Secretary's  Task  Force  Report  on  Black  and  Minority  Health  docu- 
mented that  the  infant  mortality  rate  for  blacks  is  almost  double  the  rate  for  whites. 
African-Americans  suffer  from  disproportionately  high  rates  of  cancer,  diabetes,  pul- 
monary complications,  and  other  disorders  that  contribute  to  60,000  excess  deaths 
per  year  among  blacks  when  compared  to  whites.  If  not  for  the  efforts  of  Historically 
Black  Health  Professions  Schools,  the  health  status  disparity  between  minorities 
and  the  general  population  would  be  even  greater. 

Unfortunately  since  this  historic  report  the  health  status  disparity  between  the 
two  groups  has  actually  worsened.  The  life  expectancy  of  African-Americans  has  de- 
creased aramatically  and  AIDS,  which  was  not  even  mentioned  in  the  1985  report, 
is  now  a  leading  cause  of  death  and  disproportionately  affects  blacks  and  other  mi- 
norities— minorities  who  constitute  24  percent  of  the  population  but  45  percent  of 
the  AIDS  victims.  In  addition,  the  gap  in  infant  mortality  when  comparing  the  num- 
ber of  deaths  for  black  and  white  babies,  mentioned  earlier,  continues  to  widen. 

Specific  Key  Programs  Supported  by  AMHPS 

disadvantaged  minority  health  improvement — HEALTH  PROFESSIONS  TRAINING 

In  1990  Congress  passed  the  Disadvantaged  Minority  Health  Improvement  Act. 
The  purpose  of  this  act  is  to  improve  the  health  status  of  individuals  from  disadvan- 
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taged  backgrounds,  including  racial  and  ethnic  minorities  and  increase  the  numbers 
of  those  individuals  in  the  health  professions.  One  coinponent  of  this  measure  was 
an  expansion  of  the  institutions  eligible  for  Minority  Centers  of  Excellence  (COE) 
grants.  The  Centers  of  Excellence  program  has  provided  a  tremendous  boost  to  the 
academic  excellence  of  several  of  the  institutions  of  our  association.  Authorizing  leg- 
islation passed  in  1991  expands  the  number  of  institutions,  and  the  number  of  eth- 
nic minority  groups  that  may  benefit  from  this  program.  Additional  funding  is  nec- 
essary to  include  several  more  Historicsilly  Black  Health  Professions  Schools,  and 
a  variety  of  other  institutions  that  have  strong  programs  in  minority  health  trsun- 
ing.  It  is  imperative  that  these  predominantly  minority  institutions,  which  train  a 
disproportionate  number  of  minority  health  professionals  and  provide  a  great  deal 
of  care  to  minority  populations,  receive  adequate  support. 

Overall,  the  Disadvantaged  Minority  Health  Improvement  Act  programs  have 
been  severely  under-funded  in  the  areas  of  health  services  for  residents  of  public 
housing,  capital  contributions  to  student  loan  funds,  scholarship  programs  for  dis- 
advantaged minority  health  students  and  grants  for  community  based  scholarship 
programs. 

Mr.  Chairman,  we  are  extremely  distressed  that  the  President's  Budget  proposal 
for  fiscal  year  1995  recommends  a  consolidation  of  Health  Professions  Training  Pro- 
grams. We  urge  you  to  reject  this  unwise  proposal. 

AMHPS  institutions  rely  heavily  on  Disadvantaged  Assistance  grants  and  con- 
tracts in  order  to  identify,  recruit,  retain  and  place  minority  and  disadvantaged  stu- 
dents. Exceptional  Financial  Need  Scholarships  and  Scholarships  for  Disadvantaged 
Students  are  also  critical  to  our  ability  to  recruit  and  retain  promising  disadvan- 
taged students. 

MINORITY  PROGRAMS  AT  NIH 

Continued  development  and  building  of  the  research  infrastructure  at  our  schools 
is  a  high  priority,  because  of  the  health  status  disparities  that  exist  among  blacks 
and  other  minorities  as  compared  to  whites,  it  is  incumbent  upon  minority  institu- 
tions to  focus  on  closing  the  health  status  gap.  We  can  only  achieve  this  by  improv- 
ing our  research  capabilities  to  study  the  health  status  disparities.  This  means  ev- 
erything from  research  labs,  to  our  faculty,  to  our  learning  resources. 

The  Research  Centers  in  Minority  Institutions  (RCMI)  program.  Minority  Bio- 
medical Research  Service  (MBRS)  programs,  and  the  Minority  Access  to  Research 
Careers  (MARC)  program  each  play  an  important  role  in  assisting  our  institutions 
to  continue  to  buUd  our  research  infrastructure.  These  programs  are  critical  to  our 
development.  The  MBRS  grant  programs  are  an  important  tool  in  supporting  the 
participation  of  minority  undergraduates,  graduates,  and  faculty  in  biomedical  re- 
search at  minority  institutions.  The  MARC  program  provides  special  research  train- 
ing opportunities  and  incentives  in  the  biomedical  sciences  to  attract  and  retain  mi- 
nority students  for  research  careers.  These  two  excellent  programs  must  be  funded 
appropriately. 

The  RCMI  program  is  crucial  to  our  institutions  ability  to  develop  research  infi-a- 
structures,  train  minority  professionals  in  research  capacities,  compete  for  research 
dollars  and  most  importantly  study  health  problems  common  in  the  communities  of 
African-Americans  and  other  minorities.  It  is  imperative  that  Congress  increase  the 
funding  for  this  program. 

AMHPS  also  looks  forward  to  a  productive  working  relationship  with  the  NIH  Of- 
fice of  Research  on  Minority  Healtn,  and  has  begun  a  promising  collaborative  effort 
with  the  NIH  ORMH  to  fully  define  the  role  our  institutions  can  play  in  implement- 
ing the  minority  research  portions  of  the  NIH  Strategic  Plan. 

Last  year.  Congress  appropriated  $7  million  for  construction  for  extramural  facili- 
ties construction,  25  percent  of  which  is  to  be  awarded  to  institutions  of  emerging 
excellence.  AMHPS  strongly  supports  funding  for  the  extramural  grants  program  for 
biomedical  and  behavioral  research  facilities  construction  at  "Institutions  of  Emerg- 
ing Excellence"  that  are  described  as  RCMI  Recipients  or  Minority  Centers  of  Excel- 
lence. This  new  program  was  established  in  the  NIH  Reauthorization  bill  which  was 
signed  into  Pubhc  Law  103-43  on  June  10,  1993.  This  critical  mechanism  will  allow 
our  schools  to  begin  to  catch-up,  and  begin  to  modernize  our  research  facilities — an 
area  in  which  we  are  well  behind.  We  urge  you  to  provide  increased  funding  for  this 
very  important  program. 

The  collective  missions  of  Institutions  to  train  disadvantaged  individuals  to  serve 
in  underserved  areas  is  a  challenge  to  institutional  financial  stability.  Because  of 
that  mission  our  institutions  fall  behind  in  the  area  of  research  infi-astructure — fi-om 
our  research  faculty,  to  instrumentation,  to  facilities.  However,  based  on  our  past 
accomplishments  with  meager  resources,  we  feel  confident  that  we  are  making  a  sig- 
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nificant  contribution,  but  could  make  even  greater  strides  if  these  improved  facili- 
ties were  supported — particularly  in  studying  diseases  and  health  conditions  that 
disproportionately  affect  blacks  and  other  minorities. 

STRENGTHENING  HISTORICALLY  BLACK  GRADUATE  INSTITUTIONS 

Title  III,  Part  B,  Section  326  is  a  program  of  extreme  importance  to  the  AMHPS 
institutions.  This  program  allows  historically  black  graduate  institutions,  including 
those  represented  by  AMHPS,  to  participate  in  the  Part  B  program  for  strengthen- 
ing our  schools.  The  funding  from  this  program  is  utilized  by  our  institutions  to  es- 
tablish and  strengthen  development  offices,  to  begin  endowment  development  cam- 
paigns (a  definite  need  of  all  HBCU's),  and  to  enhance  our  educational  capabilities 
on  the  graduate  level. 

Last  year,  the  Higher  Education  Act  Reauthorization  added  11  Historically  Black 
Graduate  and  Professional  Schools  to  Section  326  of  Title  III,  making  16  schools  eli- 
gible for  this  funding.  In  order  to  accommodate  these  new  schools  at  the  minimum 
funding  level  and  continue  progress  made  at  the  existing  schools,  increased  funding 
is  a  necessity  in  the  fiscal  year  1995  appropriation  for  this  program.  A  funding  level 
of  at  least  $18  million  is  necessary  to  accommodate  each  of  the  existing  and  the  11 
new  schools  added  during  the  1992  reauthorization. 

Mr.  Chairman,  please  allow  me  once  again  to  offer  our  most  sincere  appreciation 
to  you  and  the  members  of  this  subcommittee  for  the  support  and  resources  this 
subcommittee  has  provided  for  the  students  who  attend  our  institutions  and  for  our 
institutions.  Funding  provided  for  minority  health  and  education  programs  is  indeed 
both  a  critical  and  worthwhile  investment. 

I  am  pleased  to  respond  to  any  questions  you  may  have. 

APPROPRIATIONS  Recommendations  for  Fiscal  Year  1995 

A.  Research  centers  at  minority  institutions 

Fiscal  year:  Million 

1994  actual  $23,436 

1995  AMHPS  25.000 

These  grants  to  fund  Research  Centers  at  Minority  Institutions  (RCMI)  are  criti- 
cal to  the  development  of  research  infrastructures,  training  minority  professionals 
in  research  capabilities,  compete  for  research  dollars  and  most  importantly  research 
health  programs  common  to  blacks  and  other  minorities.  Individual  NIH  Institutes 
are  encouraged  to  co-fund  RCMI  grants. 

B.  Minority  biomedical  research  support 

Fiscal  year:  Million 

1994  actual  $32,795 

1995  AMHPS  35.000 

The  Minority  Biomedical  Research  Support  Grant  Program  supports  the  participa- 
tion of  minority  undergraduates,  graduates,  and  faculty  in  biomedical  research  at 
minority  institutions.  AMHPS  urges  that  the  stipend  level  be  increased  substan- 
tially per  recently  enacted  legislation,  to  insure  an  adequate  number  of  bright, 
young,  minority  trainees. 

C.  Minority  access  to  research  centers 

Fiscal  year:  Million 

1994  actual  $13,103 

1995  AMHPS  15.000 

The  Minority  Access  to  Research  Careers  program  provides  special  research  train- 
ing opportunities  and  incentives  in  the  biomedical  sciences  to  attract  and  retain  mi- 
nority students  for  research  careers.  Four  mechanisms  are  used  to  implement  this 
program:  (1)  the  MARC  Honors  Undergraduate  Research  Training  Program;  (2)  the 
MARC  Predoctoral  Fellowship  Award;  (3)  the  MARC  Faculty  Fellowship  Program 
and  (4)  the  MARC  visiting  Scientist  Award. 

D.  Biomedical  facility  construction  at  institutions  of  emerging  excellence 

Fiscal  year:  Million 

1994  actual  $1.75 

1995  AMHPS  5.00 


258 

In  fiscal  year  1994  $7  million  was  appropriated  for  Extramural  Facility  Construc- 
tion through  NIH,  25  percent  of  these  funds  were  provided  for  Institutions  of 
Emerging  Excellence.  This  new  program  was  established  in  recognition  that  minor- 
ity schools  tend  to  lag  behind  majority  schools  in  their  institutional  development, 
or  have  faced  significant  barriers  to  their  development.  The  Biomedical  Research 
Facility  Construction  program  is  for  "Institutions  of  Emerging  Excellence"  that  are 
described  as  RCMI  schools,  or  Minority  Centers  of  Excellence.  Grants  awarded 
through  this  program  can  be  used  by  eligible  institutions  for  the  acquisition,  con- 
struction, remodeling,  expansion  or  equipping  of  graduate  biomedical  research  facili- 
ties. The  purpose  of  this  program  is  to  strengthen  these  schools  so  they  can  partici- 
pate in  clinical  trials  and  become  strong  centers  for  research  on  diseases  that  dis- 
proportionately affect  minority  populations. 

E.  National  center  for  research  resources  (NCRR) 

Fiscal  year:  Million 

1994  actual  $331,951 

1995  President  286.394 

1995AMHPS  331.951 

NCRR  develops  and  supports  critical  research  technologies  and  shared  resources 
that  underpin  health  related  research  to  maintain  and  improve  the  health  of  our 
nation's  citizens.  Among  the  programs  that  it  supports,  NCRR  is  also  working  to  de- 
velop the  research  capacity  for  underrepresented  groups.  With  NIH,  NCRR  will  help 
address  pressing  research  issues  such  as  access  to  state  of  the  art  technologies;  rem- 
edying the  shortage  of  independent  basic  and  clinical  investigators  and  the 
underrepresentation  of  minority  investigators. 

F.  Minority  centers  of  excellence 

Fiscal  year:  Million 

1994  actual i  $23,481 

1995  President  Consolidated 

1995AMHPS  132.000 

^This  figure  combines  original  Centers  of  Excellence  with  Native-American,  Hispanic  and 
other  Centers  of  Excellence. 

The  Centers  of  Excellence  (COE)  program  provides  fiinding  to  improve  student 
performance  and  recruitment  and  faculty  recruitment,  training,  retention  and  re- 
search at  predominantly  minority  institutions  which  train  a  disproportionate  num- 
ber of  minority  health  professionals  as  well  as  provide  a  great  deal  of  care  to  minor- 
ity populations.  The  fiscal  year  1993  reauthorization  of  COE  changes  the  portion  of 
funding  above  the  $12  million  for  the  4  original  Historically  Black  Health  Profes- 
sions Schools  to  60  percent  for  Hispanic  and  Native  American  COE,  while  enabling 
other  institutions  to  compete  for  40  percent  of  the  remaining  funds.  In  addition  it 
expands  the  eligibility  of  COE  to  include  schools  of  osteopathic  medicine,  schools  of 
public  health  and  graduate  programs  in  clinical  psychology.  Increased  funding  for 
the  "other"  Centers  of  Excellence  is  very  important. 

G.  Disadvantaged  assistance  (H-COP) 

Fiscal  year:  Million 

1994  actual $24,961 

1995  President  Consolidated 

1995AMHPS  30.000 

Disadvantaged  Assistance  grants  and  contracts  are  vital  to  the  identification,  re- 
cruitment, retention,  and  placement  of  minority  and  disadvantaged  students.  Insti- 
tutions rely  heavily  upon  these  grants.  Students  also  rely  on  these  funds  for  sup- 
port. AMHPS  recommends  the  program  be  improved  to  allow  for  authorization 
changes  made.  Also,  HRSA  is  encouraged  to  provide  additional  assistance  to  minor- 
ity institutions  in  grant  application  development. 

H.  Minority  male  grant 

Fiscal  year:  Million 

1994  actual  $4.91 

1995  President  4.91 

1995  AMHPS  6.00 


259 

The  Minority  Male  Grant  Program  is  a  demonstration  of  innovative  interventions 
at  the  local  level  which  target  the  many  health  and  social  problems  affecting  minor- 
ity males  in  our  nation. 

/.  Exceptional  financial  need  scholarships 

Fiscal  year:  Million 

1994  actual  $10,433 

1995  President  ConsoUdated 

1995AMHPS  16.000 

Exceptional  need  funds  are  allocated  to  health  professions  schools  that  award 
scholarships  to  students  with  exceptional  financial  need.  Increased  authorization 
levels  would  allow  continued  support  for  additional  years  of  training  to  an  increased 
number  of  eligible  students. 

J.  Scholarship  grants  for  disadvantaged  students 

Fiscal  year:  Million 

1994  actual  $17,102 

1995  President  Consolidated 

1995AMHPS  20.000 

The  Scholarship  Grants  program  provides  grants  to  schools  of  medicine,  optom- 
etry, veterinary  medicine,  ^lied  health,  or  public  health,  or  schools  that  offer  grad- 
uate programs  in  clinical  psychology  for  the  purpose  of  assisting  such  schools  in  nro- 
viding  scholarships  to  individuals  from  disadvantaged  backgrounds  who  are  enrolled 
(or  accepted  for  enrollment)  as  full-time  students  in  the  schools. 

K.  Health  professions  student  loans  for  disadvantaged  students 

Fiscal  year:  Million 

1994  actual  $7,925 

1994  President  ConsoUdated 

1994  AMHPS  10.000 

The  Health  Professions  Student  Loan  (HPSL)  program  establishes  an  alternative 
mechanism  to  meet  the  financial  needs  of  minority  health  professions  students  pre- 
viously served  by  the  Health  Education  Assistance  Loan  program.  HPSL  funds 
should  be  used  to  assist  minority  institutions  in  developing  and  maintaining  a  suffi- 
cient revolving  fund.  Many  minority  institutions  have  not  had  sufficient  time  or  re- 
sources to  develop  adequate  revolving  funds. 

L.  Loan  repayment — faculty  services 

Fiscal  year:  Million 

1994  actual  $1,053 

1995  President  Consolidated 

1995  AMHPS  4.000 

The  Loan  Repayment — Faculty  Services  program  provides  for  repayment  of  prin- 
cipal and  interest  of  any  educational  loans  at  a  rate  of  up  to  $20,000  per  year  for 
eligible  individuals  from  disadvantaged  backgrounds  who  are  health  professions  stu- 
dents or  graduates,  and  who  have  agreed  to  serve  for  at  least  2  years  as  a  faculty 
member  of  a  school  of  medicine,  nursing,  osteopathic  medicine,  dentistry,  pharmacy, 
podiatric  medicine,  optometry,  veterinary  medicine,  or  public  health,  or  a  school  that 
offers  a  graduate  program  in  clinical  psychology. 

M.  Grants  to  communities — health  professions  scholarships 

Fiscal  year: 

1994  actual  $478,000 

1995  President  478,000 

1995  AMHPS  2,500,000 

This  program  supports  grants  to  States  for  the  purpose  of  conducting  demonstra- 
tion programs  to  increase  the  availability  of  primary  health  care  in  urban  and  rural 
Health  Professions  Shortage  Areas  (HPSA). 

iV.  Data  collection  (health  professions  data  analysis) 

Fiscal  year: 

1994  actual  $643,000 
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N.  Data  collection  (health  professions  data  analysis) — Continued 

1995  President  1,642,000 

1995AMHPS  1,642,000 

This  program  is  operated  cooperatively  between  HRSA  and  the  National  Center 
for  Health  Statistics  of  the  Centers  for  Disease  Control. 

O.  NIH  Office  of  Research  on  Minority  Health — minority  health  initiative 

Fiscal  year:  Million 

1994  actual  $56 

1994  President  66 

1994AMHPS  66 

The  Office  of  Research  on  Minority  Health  (ORMH),  in  the  Office  of  the  Director, 
NIH  and  under  the  direction  of  the  Associate  Director  for  Research  on  Minority 
Health,  serves  as  the  focal  point  for  coordinating  overall  NIH  policies  and  programs 
for  improving  minority  health  status  and  expanding  the  participation  of  minorities 
in  biomedical  or  health  service  delivery  careers. 

P.  HHS  Office  of  Minority  Health 

Fiscal  year:  Million 

1994  actual  $20,398 

1995  President  21.000 

1995AMHPS  25.000 

The  HHS  Office  of  Minority  Health  was  statutorily  established  by  the  Disadvan- 
taged Minority  Health  Improvement  Act  of  1990.  OMH  serves  as  the  coordinating 
ofnce  for  all  HHS  activities  focused  on  improving  the  health  status  of  minorities  in 
the  U.S. 

Q.  National  Health  Service  Corps  loan  repayment  and  scholarships 

Fiscal  year:  Million 

1994  actual  $79,250 

1995  President  79.250 

1995AMHPS  95.000 

This  level  of  funding  is  necessary  to  assure  a  continuous  flow  of  minority  and  pri- 
mary care  specialists  to  low  income,  minority,  and  underserved  areas.  The  loan  for- 
giveness program  enacted  by  Congress  is  a  unique  and  important  program  change. 

R.  Health  education  assistance  loans 

Fiscal  year:  Million 

1994  actual $375 

1995  President  375 

1995AMHPS  425 

AMHPS  recommends  that  HEAL  loan  guarantees  continue  to  be  available  and 
that  there  be  no  limit  placed  on  these  loans.  AMHPS  supports  reducing  com- 
pounding of  interest  to  lower  repayment  amounts. 

S.  Area  health  education  centers 

Fiscal  year:  Million 

1994  actual  $22,203 

1995  President  Consolidated 

1995  AMHPS  25.000 

AMHPS  supports  the  AHEC  program  which  provides  training  and  health  care  re- 
sources to  medically  underserved  areas,  while  training  health  professionals  to  prac- 
tice in  these  important  settings. 

T.  Health  service  grants  for  residents  of  public  housing 

Fiscal  year:  Million 

1994  actual $8,923 

1995  President  8.923 

1995  AMHPS  10.000 
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The  Health  Services  for  Residents  of  PubHc  Housing  program  makes  grants  to 
provide  residents  of  public  housing  with  primary  care  services,  health  screenings, 
health  counseling  and  education  and  medical  referral  services. 

Department  of  Education 

A  Federal  family  education  loans  (FFEL) 

Fiscal  year:  BUlion 

1994  actual  $2,091 

1995  President  2.665 

1995AMHPS  3.000 

FFEL  (which  includes  Guaranteed  Student  Loans)  provide  low-interest  loans  to 
students  and  guarantee  higher-interest  loans  for  parents  and  students. 

B.  Federal  Pell  Grant  Program 

Fiscal  year:  Billion 

1994  actual  $6,554 

1995  President  6.554 

1995AMHPS  7.000 

Pell  Grants  provide  assistance  to  help  financially  needy  undergraduate  students 
meet  educational  costs. 

C.  Title  III,  strengthening  historically  black  colleges  and  universities 

Fiscal  year:  Million 

1994  actual  $100.86 

1995  President  106.30 

1995  AMHPS  110.00 

Title  ni.  Strengthening  Historically  Black  Colleges  and  Universities,  requires  a 
level  adequate  to  fund  the  endowment  programs  and  special  postgraduate  programs 
estabUshed  by  the  Higher  Education  Act  Reauthorization. 

D.  Title  III,  part  B,  section  326,  postgraduate  professional  institutions 

Fiscal  year:  Million 

1994  actual  $15,859 

1995  President  15.900 

1995  AMHPS  17.000 

The  1992  reauthorization  of  the  Higher  Education  Act  added  11  Historically  Black 
Graduate  and  Professional  Schools  to  Part  B,  Section  326  of  Title  IIL  This  program 
now  serves  as  a  funding  resource  for  16  graduate  and  professional  schools  which  en- 
roll no  undergraduates  and  are  therefore  ineligible  to  receive  Pell  grants,  and  thus 
cannot  receive  regular  Title  III,  Part  B  funding.  Increased  funding  is  necessary  in 
order  for  this  program  to  adequately  assist  the  16  graduate  HBCU  s  in  establishing 
and  strengthening  the  important  developmental  programs  they  have  developed 
through  these  grants. 

E.  Historically  Black  College  and  University  Capital  Financing  Program 

Fiscal  year: 

1994  actual  $200,000 

1995  President  400,000 

1995  AMHPS  400,000 

The  new  Historically  Black  Colleges  and  Universities  Capital  Financing  Program 
would  promote  diversity  and  equal  opportunity  in  American  higher  education  by 
providing  a  Federal  guarantee  for  private  sector  bond  financing  for  the  repair  and 
construction  of  facilities  at  HBCU's. 

Overall,  AMHPS  recommends  that  the  Committee  fund  the  HRSA  health  profes- 
sions and  nursing  education  accounts  at  $316.4  million  for  fiscal  year  1995,  this  rep- 
resents an  approximate  increase  of  12  percent  over  last  year's  total  of  $282.7  mil- 
lion. AMHPS  is  not  in  favor  of  the  President's  proposal  to  cut  fiscal  year  1995  fund- 
ing for  the  Health  Professions  Training  programs  by  $15  million  less  that  fiscal  year 
1994.  At  the  very  least,  this  12  percent  increase  in  fiinding  for  the  Title  VII  and 
VIII  accounts  would  allow  the  programs  to  grow  at  a  rate  commensurate  with  the 
pace  of  growth  of  overall  government  spending  on  public-health  initiatives. 
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AMHPS  is  also  not  in  favor  of  consolidating  the  Health  Professions  Training  pro- 
grams into  5  programs — primary  care,  minority  and  disadvantaged  assistance, 
loans,  nursing,  and  data  collection.  We  believe  this  to  be  unwise  and  urge  the  Com- 
mittee to  reject  the  proposal. 

STATEMENT  OF  OLEN  E.  JONES,  THE  AMERICAN  ASSOCIATION  OF 
COLLEGES  OF  OSTEOPATHIC  MEDICINE 

Senator  Inouye.  And  I  gather  that  Dr.  Jones  is  here. 

Dr.  Jones.  Good  afternoon. 

I  am  Olen  E.  Jones,  Jr.,  president  of  the  West  Virginia  School 
of  Osteopathic  Medicine  and  chairman  of  the  Board  of  Governors 
of  the  American  Association  of  Colleges  of  Osteopathic  Medicine, 
AACOM. 

As  you  know,  osteopathic  medical  schools  have  traditionally  been 
committed  to  training  primary  care  physicians. 

At  my  school,  for  example,  approximately  98  percent  of  our  grad- 
uates go  on  to  practice  primary  care,  most  in  rural  areas. 

The  Health  Professions  Program,  under  title  VII  of  the  Public 
Health  Service  Act  have  been  valuable  in  our  efforts.  We,  therefore, 
recommend  that  these  programs,  including  family  medicine,  gen- 
eral internal  medicine,  area  health  education  centers,  rural  health 
training,  and  health  education  training  centers  be  funded  at  their 
full  authorized  level  in  fiscal  year  1995. 

The  President's  fiscal  year  1995  budget  proposes  consolidating 
the  Health  Professions  Program  into  different  block  grants. 

While  we  welcome  the  innovation  that  would  lead  to  stronger  ef- 
forts to  train  more  primary  care  physicians,  we  are  very  concerned 
with  the  proposed  $13.6  million  cut  from  primary  care  health  pro- 
fessions initiatives. 

In  the  time  allotted  to  me  today,  I  would  like  to  stress  the  impor- 
tance of  primary  care  education  at  the  undergraduate  medical  edu- 
cation level. 

It  is  crucial  that  primary  care  training  and  student  assistance 
programs  receive  sufficient  funding  because  it  is  at  the  under- 
graduate level  where  students  make  career  decisions. 

Therefore,  AACOM  urges  that  Appropriations  Committee  to  take 
a  hard  look  at  the  ways  in  which  dollars  are  allocated  and  used  to 
influence  physician  careers. 

We  strongly  support  the  use  of  scholarship  programs  as  a  means 
for  medical  students  who  commit  to  practicing  primary  care  to  help 
finance  their  educations. 

We  request  a  combined  appropriation  of  $34  million  for  the  title 
VII  scholarship  programs  and  urge  your  continued  support  of 
NHSC  scholarships  and  loan  repayment. 

The  HEAL  Program  is  particularly  important  to  our  students. 
We  urge  your  continued  commitment  to  the  loan  program  and  your 
support  of  the  President's  request  for  HEAL  credit  authority  in  fis- 
cal year  1995. 

Finally,  we  recommend  that  the  subcommittee  consider  an  inno- 
vative approach  to  bridge  the  gap  between  the  undergraduate  and 
graduate  medical  education  by  funding  a  new  demonstration  pro- 
gram to  establish  primary  care  tracks  for  medical  students  to  in- 
crease their  production  of  primary  care  practitioners. 

I  refer  you  to  my  written  statement  for  details  concerning  this 
proposal. 
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Mr.  Chairman,  in  conclusion,  let  me  say  that  the  efforts  of  this 
committee  in  support  of  health  professions  training  and  student  as- 
sistance programs  has  been  very  valuable. 

More  must  be  done  if  we  are  to  meet  the  growing  need  of  pri- 
mary care  physicians  in  this  country.  We  believe  that  the  colleges 
of  osteopathic  medicine  can  and  will  have  a  positive  effect  on  this 
problem. 

Thank  you,  Mr.  Chairman.  I  will  be  glad,  at  the  appropriate 
time,  to  respond  to  questions. 

Senator  Inouye.  Dr.  Jones,  I  believe  Dr.  Blank,  the  commanding 
general  of  Walter  Reed,  is  an  osteopathic  physician,  is  he  not? 

Dr.  Jones.  That  is  true,  sir. 

Senator  Inouye.  What  is  the  difference  between  an  osteopathic 
physician  and  a  M.D.? 

Dr.  Jones.  I  would  describe  that  the  best  way  and  very  suc- 
cinctly in  two  ways.  First  of  all,  I  think  it  is  the  philosophy,  the 
wholistic  philosophy  that  the  osteopathic  physician  is  trained  to 
use. 

And  second,  it  is  a  modality  in  the  neuromuscular  skeletal  sys- 
tem and  the  osteopathic  principles  that  they  use  and  are  trained 
to  do  so. 

I  would  use  those  as  to  the  basic  differences. 

Senator  iNOUYE.  But  your  training  is  very  similar,  is  it  not? 

Dr.  Jones.  Yes;  it  is.  It  is  similar. 

Senator  Inouye.  The  President's  health  program,  in  fact,  the 
health  program  of  all  of  the  many  authors  we  have  in  the  Congress 
would  call  for  a  greater  number  of  primary  care  physicians  and 
family  physicians. 

Do  you  believe  we  have  enough  in  the  United  States? 

Dr.  Jones.  No,  sir;  we  do  not  have  enough.  We  have  concentrated 
all  of  the  efforts  from  the  Federal  Government  through  medical 
education,  it  appears  to  me,  and  have  gotten  out  of  balance  the  spe- 
cialties in  primary  care. 

PREPARED  statement 

We  do  not  have  enough  incentives  in  primary — for  students  to  go 
into  primary  care,  from  the  very  beginning.  We  do  need  specialists. 
There  is  no  question  about  it. 

But  we  need  a  better  balance  and  the  primary  care  is  totally  out 
of  balance  at  the  present  time.  And  it  will  take  some  effort  in  the 
way  of  incentives  to  get  these  students  to  go  into  primary  care. 

Senator  Inouye.  All  right.  Thank  you  very  much.  Dr.  Jones. 

Dr.  Jones.  Thank  you. 

[The  statement  follows:] 

STATEME^fT  OF  OLEN  E.  JONES,  JR. 

Mr.  Chairman  and  Members  of  the  Subcommittee:  I  am  Olen  E.  Jones,  Jr.,  Ph.D., 
President  of  the  West  Virginia  School  of  Osteopathic  Medicine  and  Chairman  of  the 
Board  of  Governors  of  the  American  Association  of  Colleges  of  Osteopathic  Medicine. 
On  behalf  of  all  of  the  colleges  of  osteopathic  medicine,  I  am  pleased  to  present  their 
views  on  fiscal  year  1995  funding  for  health  professions  training  and  student  assist- 
ance programs. 

Mr.  Chairman,  AACOM  deeply  appreciates  the  efforts  of  this  Subcommittee  to 
maintain  a  commitment  to  health  professions  education,  particularly  for  primary 
care  education  and  training.  As  you  know,  AACOM  member  schools  have  tradition- 
ally been  committed  to  training  primary  care  physicians  to  work  in  America's  rural 
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communities.  The  funding  you  have  provided  has  made  it  possible  for  us  to  continue 
our  more  than  centvuy  old  tradition  of  training  family  doctors.  At  my  school,  for  ex- 
ample, approximately  98  percent  of  our  graduates  go  on  to  practice  primary  care. 
The  heaJtii  professions  training  programs  under  Title  VII  of  the  Public  Health  Serv- 
ice Act  have  been  valuable  in  our  efforts.  We  recommend  that  these  programs,  in- 
cluding Family  Medicine  Training,  General  Internal  Medicine,  Disadvantaged  As- 
sistance, Geriatric  Training  and  Geriatric  Education  Centers  programs.  Area  Health 
Education  Centers  (AHECs),  Rural  Health  Training,  and  Health  Education  Train- 
ing Centers  (HETC's)  be  funded  at  the  full  authorized  levels  in  the  coming  fiscal 
year. 

Despite  the  rhetoric  about  the  need  for  primary  care  physicians,  the  Federal  com- 
mitment to  train  such  physicians  simply  is  too  small.  This  is  going  to  have  to 
change  if  we  are  to  succeed  in  training  the  kind  of  physician  manpower  that  is  need- 
ed in  a  new  health  care  system. 

The  President's  budget  proposes  consolidating  the  health  professions  programs 
into  different  block  grants.  We  welcome  innovation  that  would  lead  to  stronger  ef- 
forts to  train  more  primary  care  physicians;  however,  the  Administration  has  not 
yet  introduced  legislation  to  this  effect,  so  we  cannot  evaluate  the  President's  pro- 
gram to  determine  its  ultimate  impact  on  these  goals.  While  details  of  the  Presi- 
dent's proposal  have  not  been  distributed,  we  note  with  alarm  the  $13.6  million  that 
is  proposed  to  be  cut  from  Primary  Care  Health  Professions  Initiatives.  Therefore, 
we  urge  caution  in  the  Congressional  review  of  this  program  and  recommend  that 
the  Congress  make  no  precipitous  change  in  either  authorization  or  funding  until 
there  has  been  an  opportunity  for  full  public  comment  and  deliberation. 

In  the  time  allotted  to  me  today,  I  would  like  to  stress  the  importance  of  innova- 
tion in  primary  care  education  at  the  undergraduate  medical  education  level.  Much 
of  Uie  Congressional  consideration  in  shifting  production  of  physicians  from  medical 
and  surgical  specialists  to  primary  care  physicians  focuses  on  the  Medicare  funds 
available  for  graduate  medical  education.  While  it  is  important  to  reallocate  this 
money  among  the  specialties  to  achieve  a  greater  support  for  primary  care  pro- 
grams, we  will  miss  many  opportunities  for  influencing  the  career  decisions  of  physi- 
cians if  the  government  only  focuses  on  post  graduate  training. 

Students  must  make  their  choice  of  residency  training  well  before  beginning  the 
post-graduate  years.  The  real  opportunity  for  influencing  the  career  decision  is  at 
the  undergraduate  level.  Little  attention  is  being  paid  to  that  problem.  It  has  also 
been  our  experience,  particularly  at  my  own  school  of  osteopathic  medicine,  which 
is  committed  to  providing  physicians  to  practice  in  rural  communities  in  West  Vir- 
ginia and  Appalachia,  that  recruiting  students  from  rural  areas  leads  to  a  greater 
commitment  to  primary  care. 

We  urge  the  Appropriations  Committee  to  take  a  hard  look  at  the  ways  in  which 
dollars  are  allocated  and  used  to  influence  physician  careers.  For  example,  substan- 
tial funds  will  be  made  available  for  residency  training  programs  in  family  medicine 
and  general  internal  medicine.  While  we  recognize  the  value  of  these  funds  to  the 
maintenance  of  good  primary  care  graduate  medical  education,  we  need  more  oppor- 
tunities to  influence  our  students.  Therefore,  we  urge  allocations  of  health  profes- 
sions funds  to  education  of  potential  primary  care  physicians  at  the  undergraduate 
medical  education  level. 

One  innovative  approach  that  bridges  the  gap  between  undergraduate  and  grad- 
uate medical  education  would  be  to  provide  funding  for  a  demonstration  program 
to  establish  primary  care  track  programs  for  medical  schools  as  a  means  to  increase 
their  production  of  primary  care  practitioners.  Such  tracks  would  include  a  separate 
application  and  admissions  procedure  to  fill  a  fixed  number  of  entering  class  seats. 
With  admission  to  the  primary  care  track,  assurance  of  admission  to  an  affiliated 
primary  care  residency  program  would  be  offered,  provided  that  the  student  dem- 
onstrates acceptable  progress  during  his  or  her  medical  school  education.  While  such 
an  approach  may  not  work  well  at  every  medical  school,  flexible  authorization  lan- 
guage would  allow  interested  medical  schools  to  address  simultaneously  curricula  at 
the  undergraduate,  graduate,  and  practitioner  levels. 

We  strongly  support  the  use  of  scholarship  programs  as  a  means  for  medical  stu- 
dents who  commit  to  practicing  primary  care  to  help  finance  the  high  costs  of  their 
educations.  We  request  an  appropriation  of  $34  million  for  the  Exceptional  Financial 
Need,  Scholarships  for  Disadvantaged  Students  and  Financial  Assistance  for  Dis- 
advantaged Students  programs  in  fiscal  year  1995  and  urge  your  continued  support 
of  the  NHSC  Scholarship  and  Loan  Repayment  programs.  Last  year,  osteopathic 
medical  students  received  23  percent  of  the  MD/DO  NHSC  awards  although  osteo- 
pathic students  represent  only  10  percent  of  the  country's  medical  students.  With 
increased  funding,  we  know  that  we  will  be  able  to  produce  even  more  primary  care 
practitioners. 
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An  important  Federal  function  in  medical  education  has  been  the  maintenance  of 
guaranteed  student  loan  programs  at  both  the  Department  of  Education  and  the  De- 
partment of  Health  and  Human  Services.  The  HEAL  program  is  particularly  impor- 
tant to  our  students.  We  urge  your  continued  commitment  to  the  HEAL  loan  pro- 
gram and  support  of  the  President's  request  for  $375  million  in  HEAL  credit  author- 
ity for  fiscal  year  1995. 

We  also  recommend  increased  funding  for  the  Primary  Care  Loan  program  which 
provides  a  low  interest  loan  for  students  who  commit  to  primary  care  training  and 
practice. 

The  challenge  before  all  of  us  is  having  to  redirect  existing  resources  quickly 
enough  to  make  a  difference  in  our  lifetimes.  AACOM  would  be  very  pleased  to  work 
with  the  government  in  pursuit  of  the  goals  of  primary  care  education,  in  exchange 
for  the  necessary  financial  commitments  to  train  these  individuals. 

Mr.  Chairman,  in  conclusion,  let  me  say  that  the  efforts  of  this  committee  in  sup- 
port of  health  professions  training  and  student  assistance  programs  has  been  very 
valuable.  More  must  be  done  if  we  are  to  meet  the  growing  need  for  primary  care 
physicians  in  this  country.  We  believe  that  the  colleges  of  osteopathic  medicine  can 
and  will  have  a  positive  effect  on  this  problem  if  you  are  willing  to  work  with  our 
programs  and  provide  additional  resources.  We  call  upon  this  Subcommittee  and 
Congress  to  move  aggressively  along  the  lines  we  have  outlined. 

Summary  of  AACOM  Fiscal  Year  1995  Funding  Recommendations. — Family  Medi- 
cine Training  $54  million;  General  Internal  Medicine  $25  million;  Disadvantaged 
Assistance  $32  million;  Exceptional  Financial  Need  and  Scholarships  for  Disadvan- 
taged students  $34  million;  Primary  Care  Loan  $15  million;  Loan  Repayments  and 
Fellowships  for  Minority  Faculty  $4  million;  Geriatric  Initiatives  $17  million;  Area 
Health  Education  Centers  $25  million;  Rural  Health  Training  $7  million;  Health 
Education  Training  Centers  $5  million;  NHSC  Scholarship  and  Loan  Repayment 
programs  $155  million;  HEAL  Credit  Authority  $375  million. 

STATEMENT  OF  EDWARD  L.  LANGSTON,  VICE  PRESmENT,  THE  AMER- 
ICAN ACADEMY  OF  FAMILY  PHYSICIANS 

Senator  Inouye.  May  I  now  call  upon  Dr.  Langston? 

Dr.  Langston.  Thank  you,  Mr.  Chairman. 

My  name  is  Ed  Langston.  I  am  vice  president  of  the  American 
Academy  of  Family  Physicians  and  a  residency  program  director  in 
Houston,  TX,  for  the  University  of  Texas. 

Thank  you  for  this  opportunity  to  testify  today  specifically  on 
funding  for  family  practice  programs.  You  have  in  your  receipt  a 
more  thorough  and  written  testimony.  I  will  keep  my  remarks 
short  and  very  much  to  the  point. 

Senator  Inouye.  As  I  indicated,  all  of  your  prepared  statements 
are  part  of  the  record. 

Dr.  Langston.  Thank  you,  sir. 

From  our  perspective,  we  cannot  provide  universal  access,  control 
costs,  and  preserve  quality  in  a  reformed  health  care  system  unless 
we  solve  the  shortage  of  generalist  physicians. 

Specifically,  section  747  of  the  Public  Health  Service  Act  is  the 
only  Federal  program  that  provides  specific  funding  for  training 
family  physicians  and  for  establishing  and  supporting  departments 
of  family  medicine  in  medical  schools. 

Section  747  ofi'sets  the  financial  disadvantages  that  family  medi- 
cine training  and  departments  face  in  that  medical  school  environ- 
ment. 

And  until  medical — until  Medicare  graduate  medical  education 
funding  is  changed,  the  family  practice  department  will  remain 
highly  dependent  on  these  title  VII  grants. 

And  we  acknowledge  and  deeply  appreciate  the  fiscal  year  1994 
increase  for  section  747  that  was  recommended  by  this  committee 
last  year. 
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Specifically,  the  academy  supports  fianding  for  section  747  at  the 
authorized  level  of  $54  million.  We  also  support  maintaining  747 
as  a  separate  program  and  keeping  separate  funding  for  family 
practice  residency  programs  and  family  medicine  departments. 

We  advocate  separate  funding  for  at  least  the  four  following  rea- 
sons: Family  physicians  are  crucial  for  the  health  care  system  re- 
form. They  are  most  cost-effective  primary  care  physicians  and, 
overwhelmingly,  the  physician  of  choice  for  managed  care  delivery 
systems. 

We  can  handle  from  85  to  90  percent  of  the  patient  problems. 
And  95  percent  of  our  graduates  remain  in  primary  care. 

Separate  funding  for  predoctoral  programs  should  be  retained. 
Predoctoral  programs  encourage  medical  schools  to  set  up  required 
third-year  clerkships  in  family  medicine.  And  these  clerkships  in- 
crease the  number  of  medical  school  graduates  who  choose  family 
medicine  careers. 

Separate  funding  for  faculty  development  is  essential.  These  pro- 
grams boost  the  numbers  of  teachers  to  help  teach  new  family  doc- 
tors who  are  needed  under  the  health  system  reform. 

Separate  funding  for  family  medicine  departments  means  more 
family  physicians.  Having  those  department  of  family  medicine  in 
medical  schools  means  that  the  school  will  produce  more  family 
physicians. 

We  are  in  opposition  to  the  proposed  primary  care  program  ad- 
ministration cuts  in  fiscal  year  1995  for  two  reasons.  Funding  for 
family  medicine  training  is  being  reduced.  At  the  same  time,  the 
family  physicians  are  crucial  to  success  in  the  health  system  reform 
issues. 

Separate  funding  for  residency  training  and  for  establishing  de- 
partments of  family  medicines  have  been  eliminated  in  this  specific 
1995  fiscal  year  budget  proposal. 

And  those  are  our  remarks,  Mr.  Chairman. 

Senator  Inouye.  It  would  seem  that  somewhere  along  the  line, 
the  communication  link  failed,  because  if  my  recollection  is  correct, 
the  administration  has  advocated  more  family  physicians  and  pri- 
mary care  physicians  in  order  to  implement  the  health  reform  pro- 
gram. 

But  somehow,  the  Budget  Office  did  not  get  that  message.  So  we 
will  do  our  best,  sir. 

Dr.  Langston.  Thank  you,  sir.  And  we  do  stand  arm-in-arm  with 
our  colleagues  in  osteopathic  medicine  on  this  issue,  very  strongly. 

Senator  Inouye.  How  many  family  physicians  are  actively  prac- 
ticing at  this  time,  as  family  physicians? 

Dr.  Langston.  Our  association  has  approximately  45,000  practic- 
ing family  physicians,  which  includes  both  osteopathic,  allopathic, 
and  some  general  practitioners. 

There  is  another  15,000  to  20,000  who  are  not  members  of  that 
association.  It  is  somewhere  between  60,000  and  65,000  general 
and  family  practitioners  currently. 

Senator  Inouye.  So  all  of  the  others  are  specialists? 

Dr.  Langston.  They  are  in  other  disciplines,  yes,  sir.  There  are 
approximately  600,000  active  physicians  in  the  United  States. 
About  10  percent  are  family  physicians. 
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Senator  Inouye.  As  Dr.  Jones  pointed  out,  there  is  a  little  unbal- 
ance here,  is  there  not? 

Dr.  Langston.  There  is  a  misbalance,  as  we  perceive  it,  particu- 
larly as  we  address  the  needs  of  the  generalist  physicians  in  our 
population  for  our  system  reform. 

Senator  iNOUYE.  What  is  the  reason  for  the  small  number,  the 
income? 

PREPARED  STATEMENT 

Dr.  Langston.  There  are  a  number  of  reasons.  That  might  be 
one  of  them,  because  there  is  a  disparity. 

There  are  cultures  within  medical  schools,  less  so  in  osteopathic 
schools.  But  they,  too,  are  experiencing  some  shift  in  those  patterns 
about  family  medicine,  but  primary  care  in  general. 

And  that  is  why  we  advocate  continued  separate  funding  and 
dedicated  moneys  to  change  the  culture  in  those  environments. 

Senator  Inouye.  We  will  do  our  best,  sir. 

Dr.  Langston.  Thank  you,  sir. 

[The  statement  follows:] 

Statement  of  Edward  L.  Langston,  M.D. 

Summary. — ^The  American  Academy  of  Family  Physicians  strongly  opposes  the 
proposed  primary  care  program  in  the  Clinton  fiscal  year  1995  budget  because  de- 
creased funding  for  family  practice  programs  and  consolidation  of  all  primary  care 
programs  are  irreconcilable  with  everyone's  goals  for  health  system  reform.  The 
Academy  supports  funding  Section  747  at  the  authorized  level  of  $54  million,  main- 
taining Section  747  as  a  separate  progreun,  maintaining  separate  funding  authority 
for  residency  programs  and  family  medicine  departments,  and  deleting  any  funding 
preferences. 

Background. — ^Attempts  to  provide  universal  access,  insurance  coverage,  control 
costs  and  preserve  quality  in  a  reformed  health  care  system  will  be  frustrated  by 
a  structural  problem  in  our  system:  the  shortage  of  generalist  physicians.  While  in 
most  countries  at  least  50  percent  of  physicians  are  generalists  (family  physicians, 
general  internists  and  general  pediatricians),  the  U.S.  physician  work  force  is  com- 
prised of  more  than  70  percent  subspecialists  and  only  30  percent  generalists.  Fam- 
ily physicians/general  practitioners  make  up  only  13  percent  of  the  total.  The  Amer- 
ican Medical  Association,  Association  of  American  Medical  Colleges,  the  Physician 
Payment  Review  Commission  and  the  Council  on  Graduate  Medical  Education, 
among  others,  advocate  increasing  the  supply  of  generalist  physicians. 

Medicare  payment  policies  are  largely  responsible  for  the  overspecialization  of 
physicians.  Medicare  graduate  medical  education  (GME)  payments,  totaling  approxi- 
mately $5  billion  in  1992,  promote  training  in  the  procedurally-oriented,  nignly-re- 
imbursed,  inpatient  specialties,  rather  than  in  family  practice  and  other  generalist 
specialties.  Medicare  GME  pa)rments  go  exclusively  to  hospitals — where  subspecial- 
ist  physicians  are  primarily  trained — rather  than  to  ambulatory  care  sites — where 
generalist  doctors  receive  much  of  their  training. 

Federal  Funding  for  Family  Practice. — Section  747  of  Title  VII  of  the  Public 
Health  Service  Act  is  the  only  federal  program  that  provides  funding  for  training 
family  physicians  and  departments  of  family  medicine.  The  amount  of  funding  for 
this  program  pales  in  contrast  to  Medicare  GME;  in  fiscal  year  1994,  Section  747 
received  $47  inillion.  It  is  essential  to  offset  the  financial  disadvantages  that  family 
medicine  training  and  department  programs  face.  Until  Medicare  GME  funding 
changes  occur,  family  practice  residency  programs  and  medical  school  departments 
will  remain  highly  dependent  on  grants  from  Title  VII.  We  deeply  need  and  appre- 
ciate the  fiscal  year  1994  increase  for  Section  747  recommended  by  the  Committee 
last  year. 

Fiscal  Year  1995  Budget  Request. — The  Clinton  Administration's  fiscal  year  1995 
Health  Professions'  budget  proposes  to  consolidate  Section  747  with  11  other  health 
professions  sections  (general  internal  medicine/genered  pediatrics,  allied  health  edu- 
cation centers,  allied  health  special  projects,  geriatrics,  health  administration, 
health  education  and  training  centers,  nurse  practitioners  and  midwives,  physician 
assistant  training,  public  health/preventive  medicine,  rural  interdisciplinary  train- 
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ing  and  Pacific  Basin  Medical  Officers'  Training).  These  twelve  programs  would  be 
decreased  by  $14.1  million,  a  9.75  percent  reduction  from  fiscal  year  1994  levels  for 
these  programs.  Funding  preferences  would  also  be  instituted. 

The  Academy  opposes  this  proposed  change  primarily  because  (1)  funding  for  fam- 
ily medicine  is  being  reduced  at  the  same  time  family  physicians  are  crucial  to 
health  care  reform's  success,  and  (2)  specific  and  vital  funding  categories  for  resi- 
dency training  and  for  establishing  departments  of  family  medicine  have  been  elimi- 
nated. Most  disturbingly,  the  separate  identity  of  the  family  physician  as  the  proto- 
type primary  care  provider  is  lost. 

Need  for  Family  Physicians  Under  Health  Care  Reform. — Family  physicians  are 
a  critical  element  in  our  health  care  system.  They  are  overwhelmingly  the  physician 
of  choice  for  managed  care  delivery  systems.  In  fact,  family  practice  residency  pro- 
grams developed  by  managed  care  organizations  have  increased  200  percent  in  the 
last  three  years. 

Studies  indicate  that  family  physicians  are  the  most  cost-effective  primary  care 
physicians.  Approximately  95  percent  of  physicians  who  complete  family  practice 
residency  programs  work  in  direct  patient  care,  serve  in  mral  and  urban  areas,  and 
take  care  of  at  least  85-90  percent  of  their  patient's  problems.  Family  physicians 
are  the  only  medical  specialty  that  locates  in  shortage  and  rural  areas  in  proportion 
to  the  general  population,  which  helps  address  the  national  problem  of  geographic 
maldistribution. 

NEED  FOR  SEPARATE  FUNDING  FOR  TRAINING  PROGRAMS 

Residency  Programs. — Specific  funding  for  residency  programs  should  be  retained 
because  they  produce  large  numbers  of  family  physicians.  While  we  are  aware  that 
the  proposed  new  program  supports  "predoctoral  training  and  faculty  development 
in  the  primary  care  fields,"  there  is  no  requirement  for  family  medicine  residency 
programs.  Over  twenty  years  ago,  when  Title  VII  was  established,  the  largest  share 
of  funding  was  committed  to  establish  residency  programs.  During  the  1970's,  380 
family  practice  residencies  were  established  as  a  result  of  this  significant  federal 
support.  The  nation's  current  400  family  practice  residency  programs  now  graduate 
2,500  residents  per  year.  (By  contrast,  primary  care  internal  medicine  graduates 
350  residents  per  year.)  As  noted  above,  more  than  95  percent  of  residency  grad- 
uates enter  practice  as  family  physicians  and  remain  in  primary  care.  (This  com- 
pares to  50-75  percent  of  general  internal  medicine.) 

In  contrast  to  other  specieilties,  80  percent  of  family  practice  residencies  are  lo- 
cated in  community  hospitals  rather  than  major  tertiary  care  teaching  hospitals. 
These  residencies  provide  more  ambulatory  training  than  any  other  residencies.  As 
a  result,  family  practice  residencies  do  not  have  access  to  the  considerable  resources 
that  flow  to  teaching  hospitals.  Furthermore,  24  percent  of  family  practice 
residencies  occur  in  public  hospitals.  These  hospitals  receive  low  reimbursement  for 
patient  care  services  as  well  as  low  numbers  of  Medicare  patients.  As  a  result,  they 
do  not  receive  large  amounts  of  Medicare  graduate  medical  education  dollars.  Sec- 
tion 747  is  vital  to  the  survival  and  expansion  of  these  residency  programs. 

Providing  Clerkships  in  Medical  School. — Funding  for  predoctoral  programs  under 
Section  747  encourages  medical  schools  to  create  required  third-year  clerkships  in 
family  medicine.  Sixty-four  of  the  nation's  138  medical  school  campuses  (126  medi- 
cal schools  plus  12  branch  campuses)  have  not  yet  developed  required  third-year 
clerkships  in  family  medicine.  Requiring  a  third-year  clerkship  of  more  than  four 
weeks  duration  results  in  15.6  percent  of  a  school's  graduates  choosing  careers  in 
family  medicine,  compared  to  6.9  percent  of  the  graduates  of  schools  without  re- 
quired third-year  clerkships. 

Faculty  Development. — Faculty  development  funding  authority  should  be  ex- 
panded to  meet  the  physician  work  force  goals  of  health  care  reform.  In  1992-1993, 
student  interest  in  family  medicine  increased  and  this  trend  continued  in  1993, 
when  the  number  of  students  selecting  family  practice  residency  training  increased 
by  10  percentage  points.  Separate  funding  for  faculty  development  is  essential  to  the 
increased  production  of  family  physicians.  The  discipline  has  been  successful  at  plac- 
ing its  graduates  in  practice  settings,  rather  than  in  full-time  faculty  positions. 

Need  for  Separate  Funding  for  Family  Practice  Departments. — Specific  funding  au- 
thority for  family  medicine  programs  is  crucial  for  establishing  departments  of  fam- 
ily medicine.  Eighteen  of  the  nation's  126  medical  schools  do  not  have  departments 
of  family  medicine.  The  presence  of  a  department  of  family  medicine  in  a  medical 
school  is  critical  to  producing  family  physicians.  While  10.8  percent  of  the  graduates 
of  the  nation's  medical  schools  entered  family  practice  residencies  in  1992,  12.6  per- 
cent of  the  graduates  of  schools  with  family  medicine  departments  did  so. 
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Concern  About  Additional  Requirements  Under  the  Proposed  Primary  Care  Pro- 
gram.— The  current  Section  747  has  been  chronically  underfunded.  Fiscal  year  1994 
appropriations  increased  funding  for  the  program  for  the  first  time  in  many  years. 
The  additional  requirements  placed  under  the  proposed  primary  care  program,  such 
as  physician  specialist  retraining,  will  greatly  dilute  the  resources  available  for 
training  family  physicians.  While  physician  retraining  may  be  a  laudable  (but 
untested)  strategy  to  increase  the  number  of  primary  care  physicians,  current  fund- 
ing is  not  sufficient  to  carry  out  even  the  present  requirements  under  Section  747. 

RECOMMENDATIONS 

Fund  Section  747  at  the  authorized  level  of  $54  million;  maintain  Section  747  as 
a  separate  program;  maintain  separate  authority  for  training  programs  and  family 
medicine  departments;  and  delete  any  references  to  funding  preferences. 

STATEMENT  OF  MICHELE  BEST,  ON  BEHALF  OF  THE  AMERICAN  SOCI- 
ETY OF  CLINICAL  PATHOLOGISTS 

Senator  INOUYE.  May  I  now  call  upon  Ms.  Best? 

Ms.  Best.  Thank  you,  Mr.  Chairman. 

My  name  is  Michele  Best.  I  am  the  director  of  Laboratory  Qual- 
ity Assurance  and  Human  Resources  at  the  Washington  Hospital 
Center  in  Washington,  DC. 

I  am  here  testifying  on  behalf  of  the  American  Society  of  Clinical 
Pathologists,  which  is  a  medical  specialty  organization  that  is  not 
for  profit  and  organized  exclusively  for  scientific,  educational,  and 
charitable  purposes. 

One  of  the  goals  and  missions  is  to  promote  the  public  health 
and  safety  through  the  appropriate  application  of  pathology  and 
laboratory  medicine. 

We  have  a  membership  of  approximately  70,000,  which  includes 
57,000  laboratory  professionals  and  about  12,000  physician  pa- 
thologists. 

Shortages  in  the  laboratory  professions  have  been  very  severe  in 
the  past  few  years.  They  are  continuing  to  increase. 

In  1992,  the  ASCP  surveyed  the  vacancy  rate  for  medical  labora- 
tory professionals  in  about  10  categories.  The  professional.3  that  do 
all  of  the  PAP  smears  for  the  female  population  still  has  a  21-per- 
cent vacancy  rate,  with  nearly  one  in  four  positions  vacant  nation- 
wide. 

The  medical  technologist  position  that  performs  most  of  the  other 
laboratory  testing,  the  vacancy  rate  is  approximately  13.7  percent. 
These  vacancies  are  much  more  severe  than  the  11.3  percent  at  the 
height  of  the  nursing  shortage. 

A  number  of  factors  contribute  to  these  vacancies,  including  the 
fact  that  the  baby  boom  is  over.  There  are  decreasing  numbers  of 
college  graduates  and,  certainly,  science  graduates. 

Allied  health  professions  are  not  nearly  as  lucrative  as  other 
types  of  professions,  such  as  engineering  and  business.  Many  niedi- 
cal  technology  programs  have  closed  because  they  were  in  hospitals 
that  experienced  decreased  funding  under  DRG's. 

So  about  70  percent  of  the  programs  that  closed  in  the  past  dec- 
ade were  in  hospital  settings,  especially  in  rural  areas,  because 
these  tend — hospital  laboratories  tend  to  be  the  major  producer  of 
the  work  force  for  rural  hospitals. 

While  the  number  of  practitioners  has  decreased,  the  number  of 
laboratory  tests  done  nationwide  is  increasing,  due  to  the  aging 
population,  due  to  increasing  numbers  of  drug  testing,  HIV  testing. 
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as  well  as  you  will  see  an  increase  in  preventive  testing  under 
health  care  reform. 

There  are  many  reasons,  as  I  stated,  for  the  shortage  as  well  as 
for  the  increased  demand. 

Title  VII  of  the  Public  Health  Service  Act  has  provided  funding 
for  the  allied  health  professions  special  project  grants.  Many  of 
these  applications  have  had  a  laboratory  component  that  has  been 
funded. 

For  fiscal  year  1994,  83  new  project  applications  were  received. 
Of  these,  49  were  approved.  But  only  eight  were  funded,  due  to 
limited  funding. 

There  has  been  an  incremental  growth  in  this  program.  And  sev- 
eral of  the  existing  grantees  are  producing  model  programs,  par- 
ticularly in  rural  areas,  that  are  making  a  difference. 

And  we  thank  the  committee  for  previous  support.  These  projects 
are  effectively  bringing  laboratory  manpower  into  rural  areas. 

I  will  give  you  two  examples,  at  the  Medical  University  of  South 
Carolina  and  the  University  of  Nebraska  Medical  Center. 

The  Medical  University  of  South  Carolina  developed  a  creative 
program  to  attract  minority  students  into  nontraditional  sites  in 
rural  areas. 

They  produced  student-hospital  partnerships,  whereby  hospitals 
would  provide  some  of  the  funding  in  the  form  of  tuition,  tuition 
help,  to  those  students,  in  exchange  for  them  working  in  that  rural 
hospital. 

At  the  University  of  Nebraska  Medical  Center,  their  goal  was  to 
bring  the  training  closer  to  the  rural  site.  So  they  did  an  outreach 
program  where  they  developed  partnerships  with  four  rural  clinical 
labs  in  the  outer  areas  in  Nebraska. 

And  these  individuals  then  could  train  closer  to  their  homes. 
They  were  often  single  parents  with  limited  resources.  And  they 
were  most  likely  to  stay  in  that  hospital  near  that  site. 

The  key  to  addressing  the  shortages  in  the  laboratory  professions 
is  to  bring  candidates  into  the  field  through  appropriate  edu- 
cational routes. 

The  ASCP  supports  the  current  focus  of  the  program  on  the 
needs  of  allied  health  specialties  in  shortest  supply.  And,  of  course, 
this  includes  the  laboratory  professionals,  medical  technologists, 
and  cytotechnologists. 

These  professionals  are  critical  to  high-priority  public  health  pro- 
grams, such  as  breast  and  cervical  cancer  screening,  as  well  as  pre- 
ventative testing  that  will  be  very  important  for  the  future. 

The  ASCP  is  highly  concerned  about  the  administration's  pro- 
posed consolidation  of  the  health  professions  training  programs  at 
HRSA. 

At  a  time  when  allied  health  training  programs  are  beginning  to 
get  some  attention,  we  are  concerned  that  this  may  have  a  very 
detrimental  effect  on  the  allied  health  project  grants.  And  allied 
health  may  get  lost  in  the  shuffle.  We  urge  this  subcommittee  to 
reject  this  proposal. 

Mr.  Chairman,  the  ASCP  really  requests  that  this  subcommittee 
fully  appropriate  the  $5  million  for  those  special  project  grants 
under  section  767. 

Thank  you  very  much,  Mr.  Chairman. 
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Senator  Inouye.  Thank  you.  In  your  presentation,  you  spoke  of 
vacancies  of  22  percent  and  15  percent.  And  then  you  stated  that 
it  was  not  lucrative. 

What  is  the  average  income  of  clinical  pathologists? 

Ms.  Best.  Here,  I  am  talking  about  laboratory  professionals  at 
the  baccalaureate  level. 

Senator  iNOUYE.  Yes. 

Ms.  Best.  Clinical  pathologists  are  at  the  physician  level.  Medi- 
cal technologists  graduating  in  the  District  or  Columbia  area — this 
is  the  higher  end  of  the  spectrum — probably  make,  starting  at 
about  $25,000. 

With  the  vacancy  rate,  cytotechnologists'  income  has  increased 
somewhat,  because  of  market  forces.  And  their  average  salary  is 
probably  about  $35,000  to  $40,000  at  the  present  time,  starting  sal- 
ary. 

Senator  iNOUYE.  What  is  the  lower  end? 

Ms.  Best.  The  lower  end  in  rural  areas,  particularly  in  the 
South,  is  probably  $18,000  to  $20,000. 

Senator  iNOUYE.  About  $18,000  to  $20,000? 

Ms.  Best.  For  a  5-year  educational  program. 

Senator  iNOUYE.  OK. 

Ms.  Best.  So  while  the  shortages  have  increased  salaries  mod- 
estly, medical  technologists'  salaries  have  not  responded  to  market 
forces.  With  this  13.7-percent  vacancy,  we  would  expect  that 

Senator  iNOUYE.  You  better  look  at  those  fellows  who  are  sitting 
next  to  you  here.  [Laughter.] 

They  may  be  able  to  help  you.  [Laughter.] 

Well,  out  of  this  multibillion  dollar  program,  if  we  cannot  find  $5 
million,  then  something  is  wrong  with  us. 

PREPARED  STATEMENT 

Ms.  Best.  I  would  appreciate  that.  Thank  you  very  much. 
Senator  Inouye.  And  we  politicians  have  been  trained  to  look 
around  for  little  bits  of  money  here  and  there.  [Laughter.] 
And  I  think  we  can  find  it.  We  will  do  our  best  to  find  it. 
Ms.  Best.  Thank  you. 
Senator  iNOUYE.  Thank  you  very  much. 
[The  statement  follows:] 

Statement  of  Michele  Best 

Thank  you  Mr.  Chairman.  My  name  is  Michele  Best.  I  am  the  Director  of  Labora- 
tory Quality  Assurance  and  Human  Resources  at  the  Washington  Hospital  Center. 
Thank  you  for  the  opportunity  to  present  the  views  of  the  American  Society  of  Clini- 
cal Pathologists  (ASCP)  on  fiscal  year  1995  appropriations  for  Title  VII,  Section  767, 
the  Allied  Health  Professions  Special  Projects  Programs. 

The  ASCP  is  a  not-for-profit  medical  society  which  was  organized  solely  for  edu- 
cational, scientific  and  charitable  purposes.  The  mission  of  the  ASCP  is  to  promote 
the  public  health  and  safety  by  the  appropriate  application  of  pathology  and  labora- 
tory medicine  and  to  serve  as  the  national  resource  to  enhance  the  quality  of  pathol- 
ogy and  laboratory  medicine  primarily  by  developing  comprehensive  educational 
programs  and  materials. 

The  American  Society  of  Clinical  Pathologists  has  more  than  66,000  members 
(55,000  laboratory  personnel  members  and  11,000  pathologists).  It  is  also  the  largest 
certifying  agency  for  medical  laboratory  personnel,  having  certified  300,000  medical 
technologists  and  other  laboratory  personnel  since  1928. 

It  is  a  well-know  fact  that  many  rural  and  underserved  areas  are  experiencing 
shortages  in  several  of  the  allied  health  professions.  These  shortages  have  very  sen- 
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ous  implications  for  the  health  of  our  nation  and  the  delivery  of  care.  In  1990,  the 
ASCP  surveyed  nearly  1000  laboratory  managers  in  an  effort  to  measure  the  va- 
cancy rates  for  10  medical  laboratory  positions  including  medical  technologists, 
cytotechnologists,  hlstotechnologists  and  medical  laboratory  technicians.  The  ASCP 
estimates  that  in  1990,  the  nation's  12,000  hospitals  and  independent  laboratories 
had  41,950  unfilled  positions.  This  compares  to  24,800  unfilled  positions  in  1988. 
Cytotechnologist  vacancies  increased  most  dramatically  since  1988,  with  one  in  four 
positions  unfilled,  a  vacancy  rate  of  27.3  percent  nation  wide.  The  medical  tech- 
nology vacancy  rate  of  11.6  percent  exceeds  the  nursing  vacancies  of  11.3  percent 
experienced  at  the  height  of  their  shortage. 

A  number  of  factors  have  contributed  to  the  increasing  shortages  of  medical  lab- 
oratory professionals.  Due  to  the  size  of  today's  18-20  year  old  population,  which 
is  smaller  than  it  was  during  the  "baby  boom"  years,  there  are  fewer  students  enter- 
ing the  work  force  with  hundreds  of  industries  competing  fiercely  to  recruit  them. 
Allied  health  careers  are  not  as  popular  or  lucrative  as  o3iers  such  as  engineering, 
business  and  even  other  of  the  health  professions  careers.  Many  medical  technology 
programs  have  been  closed  due  to  lack  of  funding.  The  number  of  medical  tech- 
nology programs  decreased  from  652  in  1980  to  420  in  1990  with  almost  70  percent 
of  these  closed  programs  based  in  hospitals,  which  tend  to  be  the  major  source  of 
medical  technologists  working  in  rural  areas. 

However,  while  the  numbers  of  allied  health  professionals  have  decreased,  the  de- 
mand has  increased  consistently.  The  rapidly  growing  over-60  population  tradition- 
ally needs  more  and  frequent  laboratory  tests.  Insurance  companies  are  also  requir- 
ing more  tests  to  confirm  diagnoses  and  both  drug  abuse  and  AIDS  testing  are  esca- 
lating. Medical  advancement  in  areas  such  as  organ  transplantation,  infertility 
treatment,  and  cancer  therapies  necessitates  greater  numbers  of  more  sophisticated 
tests. 

The  Clinical  Laboratory  Improvement  Amendments  (CLIA)  of  1988,  the  purpose 
of  which  is  to  improve  the  quality  of  laboratory  testing,  magnifies  the  existing  de- 
mand on  the  need  for  allied  health  professionals  in  this  country.  The  personnel 
standards  contained  in  these  regulations  will  result  in  greater  demands  on  existing 
medical  technology  programs  as  the  current  medical  laboratory  work  force  will  seek 
to  improve  their  academic  credentials  to  maintain  and  seek  higher  level  positions 
in  the  laboratory. 

CURRENT  ALLIED  HEALTH  EDUCATION  PROGRAM 

Title  VII  of  the  Public  Health  Service  Act  has  provided  funding  for  the  Allied 
Health  Professions  Special  Projects  Programs.  Last  year.  Congress  maintained  level 
funding  of  this  program  for  fiscal  year  1994  at  $3,467  million.  Many  of  these 
projects  have  a  clinical  laboratory  training  component.  For  the  current  fiscal  year 
1994,  83  new  project  applications  were  received.  Of  these,  49  were  approved  but 
only  8  new  projects  were  funded,  in  addition  to  21  continuing  projects.  It  is  esti- 
mated that  $10,247  million  would  have  been  needed  to  fund  all  83  projects,  while 
$4,976  million  would  be  necessary  to  fund  the  49  projects  approved. 

Through  the  incremental  growth  of  this  program,  the  Health  Resources  and  Serv- 
ices Administration  (HRSA)  has  begun  to  address  the  allied  health  training  needs 
of  professionals  in  short  supply,  such  as  medical  laboratory  personnel.  Several  of  the 
existing  grantees  have  developed  model  programs  to  identify  and  recruit  non-tradi- 
tional students  into  the  allied  health  professions  including  minorities  and  recent  col- 
lege graduates  in  science.  These  projects  are  effectively  bringing  new  manpower  into 
the  Clinical  laboratory  fields. 

The  ASCP  has  always  held  to  the  belief  that  the  key  to  addressing  the  shortages 
of  medical  laboratory  personnel  is  to  bring  more  candidates  into  the  field  through 
educational  programs. 

Positive  examples  of  the  Allied  Health  Project  Grant's  impact  on  the  training  of 
medical  laboratory  personnel  include  the  projects  at  the  Medical  University  of  South 
Carolina  (MUSC)  and  the  University  of  Nebraska  Medical  Center  (UNMC). 

The  Allied  Health  Professions  program  instituted  at  South  Carolina  identifies  mi- 
nority students  who  are  interested  in  training  and  employment  in  rural  labora- 
tories. In  addition,  the  Title  VII  grant  money  has  enabled  MUSC  to  establish  two 
student-hospital  partnerships  whereby  the  hospital  agrees  to  pay  students'  tuition 
and  expenses  in  return  for  a  specified  employment  commitment  following  gradua- 
tion. 

At  UNMC,  the  desire  has  been  to  make  medical  technology  education  more  acces- 
sible to  students  in  rural  areas.  With  their  allied  health  grant,  the  University  estab- 
lished affiliations  with  four  rural  clinical  sites,  that  are  full-service  accredited  labs, 
to  provide  training  to  qualified  students.  Several  of  the  students  are  single  parents 
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and  others  who  are  unable  to  leave  their  communities  in  order  to  earn  their  degree. 
The  support  from  the  communities  (from  housing  to  child  care  assistance)  has  been 
critical  to  the  success  of  the  program. 

RECOMMENDATIONS 

The  key  to  addressing  the  shortages  of  medical  laboratory  personnel  is  to  bring 
candidates  into  the  field  through  educational  programs.  The  ASCP  supports  the  cur- 
rent focus  of  the  Allied  Health  Professions  Advanced  Training  and  Special  Projects 
Program  on  the  needs  of  allied  health  specialties  experiencing  the  greatest  national 
shortages,  such  as  medical  technology  and  c3rto technology.  These  professionals  are 
critical  to  providing  the  support  needed  in  geriatric  care  and  in  breast  and  cervical 
cancer  screening,  other  high  priority  health  programs. 

The  ASCP  is  highly  concerned  about  the  proposed  consolidation  of  Health  Profes- 
sions Training  Programs  at  HRSA.  At  a  time  when  the  Allied  Health  Professions 
Training  Program  is  just  getting  on  its  feet,  a  consolidation  of  this  program  threat- 
ens to  insure  that  Allied  Health  gets  lost  in  the  shuffle.  We  urge  this  subcommittee 
to  reject  the  proposed  consolidation. 

Mr.  Chairman,  the  ASCP  urges  the  House  Appropriations  Subcommittee  on 
Labor,  Health  and  Human  Services  to  fully  appropriate  at  $5  million  the  Section 
767  allied  health  project  grants. 

STATEMENT  OF  LINDA  DEVORE,  PRESffiENT,  THE  AMERICAN  ASSO- 
CIATION OF  DENTAL  SCHOOLS 

Senator  Inouye.  May  I  now  call  on  Dr.  DeVore? 

Dr.  DeVore.  I  am  Linda  DeVore,  an  associate  professor  and 
chair  of  the  Department  of  Dental  Hygiene  at  the  University  of 
Maryland  at  Baltimore. 

And  I  am  here  representing  the  American  Association  of  Dental 
Schools  of  which  I  am  president.  I  am  pleased  to  have  the  oppor- 
tunity to  present  the  fiscal  year  1995  funding  recommendations  for 
health  professions  training  and  research  programs  especially  im- 
portant to  dental  education. 

Mr.  Chairman,  at  a  time  when  many  decry  the  shortage  of  pri- 
mary care  health  professionals  and  search  for  programs  that  will 
attract  generalists,  we  are  pleased  to  present  a  cost-effective  pri- 
mary case  success  story. 

General  dentistry  programs  provide  graduates  with  primary  care 
training  similar  to  an  internship  year  in  medicine.  Dentists  who 
have  had  the  benefit  of  this  advanced  training  can  serve  a  broad 
range  of  patient  needs. 

They  are  especially  important  in  rural  and  underserved  areas 
where  logistical  or  financial  barriers  can  make  obtaining  special- 
ized care  very  difficult. 

All  general  dentistry  programs  include  off-site  rotations  to  under- 
served  communities  or  populations  such  as  the  poor,  developmen- 
tally  disabled,  elderly,  and  HIV-infected  individuals. 

Eighty-seven  percent  of  those  who  receive  general  dentistry 
training  remain  in  primary  care  practice.  And  demand  continues  to 
outpace  supply  for  primary  care  training,  as  one  out  of  four  appli- 
cants is  currently  unable  to  find  a  position. 

Despite  a  recent  HRSA  evaluation  showing  the  program's  suc- 
cess, the  administration's  budget  proposal  would  terminate  support 
for  general  dentistry  programs. 

Some  25  programs  currently  receiving  support  under  general 
dentistry  programs  will  be  abruptly  ended,  including  model  pro- 
grams in  many  of  the  States  represented  by  members  of  this  sub- 
committee. 
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General  dentistry  deserves  continued  and  increased  Federal  sup- 
port. We  urge  the  subcommittee  to  appropriate  $6  million  for  this 
cost-effective  and  proven  program  in  fiscal  year  1995. 

The  HIV/AIDS  Dental  Reimbursement  Program  is  also  of  signifi- 
cant importance  to  us.  This  reimbursement  program  increases  ac- 
cess to  oral  health  services  for  HIV-positive  individuals  and,  at  the 
same  time,  educates  dental  students  and  residents  to  care  for  per- 
sons with  HIV  disease. 

Thus,  two  major  Federal  objectives,  service  to  patients  of  limited 
means  and  education  of  future  practitioners,  are  accomplished  with 
this  important  but  modest  Federal  program. 

The  AIDS  Dental  Reimbursement  Program  serves  as  a  matching 
fund  that  recognizes  the  significant  expenditures  incurred  by  den- 
tal programs  that  serve  a  disproportionate  share  of  AIDS  patients. 

Unreimbursed  costs  continue  to  rise  as  the  number  of  HIV-in- 
fected individuals  increases.  The  AADS  urges  an  appropriation  of 
$9  million  in  fiscal  year  1995  to  allow  modest  growth  in  this  impor- 
tant program. 

We  strongly  support  the  National  Health  Service  Corps  Scholar- 
ship and  Loan  Forgiveness  Program.  We  are  most  appreciative  of 
the  fiscal  year  1994  committee  directive  to  the  National  Health 
Service  Corps  that  an  oral  health  care  initiative  be  undertaken. 

We  understand,  however,  that  only  one  dental  scholarship  was 
actually  awarded  in  1994  and  that,  to  date,  no  loan  forgiveness 
sites  have  been  approved  for  dentists. 

Unless  more  dentists  are  made  available  in  shortage  areas,  we 
will  continue  to  see  hospital  emergency  rooms  used  to  provide  ex- 
pensive care  for  what  began  as  a  dental  problem  and  evolved  in  a 
systemic  condition. 

We  ask  the  subcommittee  to  reaffirm  the  need  for  a  substantive 
National  Health  Service  Corps  oral  health  care  initiative  in  fiscal 
year  1995. 

Finally,  we  would  endorse  the  testimony  of  the  American  Asso- 
ciation for  Dental  Research,  regarding  priorities  and  funding  of  the 
National  Institute  of  Dental  Research  in  fiscal  year  1995. 

Thank  you  for  the  opportunity  to  present  this  testimony.  And  I 
would  be  pleased  to  respond  to  questions. 

Senator  Inouye.  Dr.  DeVore,  I  am  glad  I  was  here  to  listen  to 
your  testimony.  And  I  am  sorry  to  learn  that  we  have  not  treated 
you  well,  because  I  have  always  looked  upon  dentists  as  being  very 
important. 

My  mother  always  said,  "A  healthy  mouth  is  a  healthy  body." 
[Laughter.] 

She  passed  away  at  the  age  of  83  with  a  full  set  of  teeth.  So  that 
is  pretty  good. 

Dr.  DeVore.  That  is  excellent.  That  is  success  of  preventive  den- 
tistry. 

Senator  Inouye.  I  have  always  admired  the  dentists,  because  for 
some  reason  they  have  a  skill  in  involving  themselves  in  preven- 
tion. 

Dentists  have  spent  more  time  and  money  preventing  than  phy- 
sicians. And  I  think  the  physicians  can  learn  a  few  tricks  from  you. 

Dr.  DeVore.  Thank  you. 
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Senator  Inouye.  So  if  it  is  worth  anything,  I  will  just  tell  the 
staff  we  will  put  a  star  on  your  account. 
Dr.  DeVore.  Thank  you. 
Senator  iNOUYE.  That  means  we  do  not  cut. 

PREPARED  STATEMENT 

Dr.  DeVore.  We  would  appreciate  that.  Thank  you. 

Senator  Inouye.  And  we  do  not  cut  yours,  too,  Ms.  Best. 

Ms.  Best.  Thank  you. 

Senator  Inouye.  We  will  have  to  wait  for  the  others  here. 

Thank  you  very  much,  ladies  and  gentlemen. 

Dr.  DeVore.  Thank  you,  sir. 

[The  statement  follows:] 

Statement  of  Dr.  Linda  DeVore 

I  am  Dr.  Linda  DeVore,  Associate  Professor  and  Chair  of  the  Department  of  Den- 
tal Hygiene  at  the  University  of  Maryland  at  Baltimore,  and  President  of  the  Amer- 
ican Association  of  Dental  Schools  (AADS).  On  behalf  of  AADS,  I  am  pleased  to  have 
the  opportunity  to  present  the  fiscal  year  1995  funding  recommendations  for  health 
professions  training  and  research  programs  especially  important  to  dental  edu- 
cation. AADS  represents  all  of  the  nation's  dental  schools  as  well  as  many  advanced 
education,  hospital  and  allied  dental  education  programs. 

As  this  Subcommittee  knows,  dentistry  has  been  highly  successful  in  preventing 
oral  disease  and  in  developing  effective  primary  care  treatments.  Every  dollar  in- 
vested in  preventive  and  primary  care  dentistry  saves  consumers  between  $8  and 
$50.  While  we  are  extremely  proud  of  our  accomplishments,  we  do  not  want  to  leave 
the  Subcommittee  with  the  misconception  that  the  nation's  oral  health  problems 
have  disappeared.  Oral  diseases  are  among  the  most  prevalent  of  all  chronic  health 
conditions.  Eighty-four  percent  of  all  children  have  experienced  dental  decay  by  age 
17.  Periodontal  disease  is  pervasive,  affecting  between  forty  and  seventy  percent  of 
adults.  More  than  a  third  of  adults  over  age  65  have  lost  all  their  teeth. 
Oropharyngeal  cancer  is  more  common  than  leukemia,  Hodgkin's  disease,  melanoma 
of  the  skin,  and  cancers  of  the  brain,  cervix,  ovary,  liver,  pancreas,  bone,  thjrroid 
gland,  testis,  or  stomach. 

Our  funding  requests  for  fiscal  year  1995  reflect  the  expanding  role  of  dentistry 
and  the  changing  nature  of  the  profession.  Because  the  Subcommittee  is  under  se- 
vere fiscal  constraints,  we  have  focused  on  dental  education  and  research  programs 
that  are  extremely  cost  effective  and  will  jdeld  a  significant  return  for  the  federal 
investment. 

General  Dentistry  Residencies. — At  a  time  when  many  decry  the  shortage  of  pri- 
mary care  health  professionals  and  search  for  programs  that  w^l  attract  generalists, 
we  are  pleased  to  present  a  cost-effective  primary  care  success  story.  General  Den- 
tistry programs  provide  graduates  with  primary  care  training  similar  to  the  intern- 
ship year  in  medicine.  Dentists  who  have  had  the  benefit  of  this  advanced  residency 
training  are  better  prepared  to  care  for  the  full  range  of  dental  services  for  all  their 
patients.  This  includes  the  ability  to  provide  complex  dental  services  for  patients 
who  suffer  oral  problems  as  a  consequence  of  chemotherapy  or  radiation  treatment 
for  cancer  or  who  have  special  problems  from  other  systemic  diseases,  including 
asthma,  diabetes  and  heart  disease.  General  Dentistry  graduates,  who  can  serve  a 
broad  range  of  patient  needs,  are  especially  important  in  rural  and  underserved 
urban  areas,  where  logistical  or  financial  barriers  can  make  specialized  C6U*e 
unobtainable. 

The  General  Dentistry  program  improves  access  and  availability  of  primary  care 
services.  General  Dentistry  programs  treat  large  numbers  of  underserved  popu- 
lations such  as  the  poor,  developmentally  disabled,  elderly,  and  HIV  infected  indi- 
viduals. All  of  the  current  grantees  include  off-site  rotations  to  underserved  commu- 
nities or  populations.  Eighty-seven  percent  of  those  who  receive  general  dentistry 
training  remain  in  primary  care  practice.  Recent  evaluations  confirm  the  success  of 
General  Dentistry  programs  in  meeting  federal  primary  care  objectives.  The  Bureau 
of  Health  Professions  study  of  postgraduate  General  Dentistry  education  found  that 
"Considering  the  relatively  modest  investment  of  funds  by  the  federal  government, 
the  impact  on  the  growth  and  scope  of  General  Dentistry  programs  and  the  subse- 
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quent  effect  on  dental  care  has  been  substantial."  And  all  of  this  is  achieved  with 
start-up  grants  which  provide  federal  support  for  no  more  than  3  years. 

Demand  continues  to  outpace  supply  for  this  primary  care  training  as  approxi- 
mately 300  additional  traimng  positions  would  be  needed  to  accommodate  the  cur- 
rent demand  for  these  positions.  Without  Federal  support,  it  would  be  extremely  dif- 
ficult to  create  new  programs,  because  of  the  lead  time  needed  for  these  programs 
to  become  self  sufficient  and  because  of  the  high  cost  of  dental  equipment  and  in- 
strumentation. 

We  are  concerned  that,  while  the  Administration  seeks  to  promote  primary  care 
education,  the  fiscal  year  1995  Budget  proposal  would  terminate  support  for  the 
General  Dentistry  program.  Budget  documents  reveal  no  reason  for  the  proposed 
termination  of  this  important  program.  Recently  funded  innovative  and  non-tradi- 
tional programs,  allowing  the  utilization  of  telecommunications  "link-ups"  between 
hospitals,  dental  schools  and  off"-site  settings,  would  be  abruptly  terminated  under 
the  proposed  General  Dentistry  program  elimination.  Failure  to  fund  the  General 
Dentistry  program  would  mean  elimination  of  the  Lutheran  Medical  Center's  non- 
traditional  program  in  Brooklyn,  NY,  which  has  clustered  its  community  based  sites 
to  offer  general  dentistry  education  through  interactive  video  teleconferencing  equip- 
ment in  rural  and  urban  underserved  areas  throughout  the  state.  Twenty-five  other 
Erograms  currently  receiving  support  under  the  General  Dentistry  program  would 
e  abruptly  ended,  including  model  programs  in  South  Carolina,  Missouri,  Florida, 
Pennsylvania,  Maryland,  the  District  of  Columbia  and  Mississippi,  to  name  a  few. 
At  a  time  when  strides  have  been  made  to  meet  the  current  and  future  demand  for 
primary  care  training  and  care,  the  proposed  budget  cuts  will  halt  these  cost-effec- 
tive education  and  service  programs.  Because  General  Dentistry  is  a  primary  care 
success  story  and  because  more  students  seek  this  training  than  can  be  accommo- 
dated, we  urge  the  Subcommittee  to  appropriate  $6  million  for  this  cost  effective 
and  proven  program  in  fiscal  year  1995. 

HlV/AIDS  Dental  Reimbursement  program. — Federal  support  of  this  reimburse- 
ment program  increases  access  to  oral  health  services  for  HIV  positive  individuals 
and,  at  the  same  time,  educates  dental  students  and  residents  to  care  for  persons 
with  HIV  disease.  Thus,  two  major  federal  objectives — service  to  patients  of  limited 
means  and  education  of  future  practitioners — is  accomplished  with  this  important, 
but  very  modest  federal  program. 

AIDS  patients,  as  a  group  suffer  a  high  incidence  of  oral  disease  and  oral  health 
care  is  very  important  to  HIV  +  patients.  A  survey  of  857  clients  of  the  Robert  Wood 
Johnson  Foundations'  AIDS  Health  Services  Program  in  9  cities  found  that  more  re- 
spondents (52  percent)  reported  a  need  for  dental  care  than  any  other  service.  For 
example,  oral  lesions,  common  in  HIV  infected  individuals,  can  cause  significant 
pain  and  oral  infection  leading  to  fevers,  difficulty  in  eating,  speaking  or  taking 
medication,  and  weight  loss.  Moreover,  the  development  of  some  oral  problems  may 
signify  that  HIV  disease  is  progressing.  Recognition  of  these  oral  problems  indicates 
the  need  for  initiation  of  treatment  with  antiretroviral  therapy,  drugs  to  prevent 
pneumonia,  or,  indeed,  involvement  in  a  clinical  drug  or  vaccine  trial. 

It  is  important  to  remember  that  private  insurance  and  Medicaid  coverage  for 
dental  services  is  very  limited  or  simply  unavailable  for  adults.  This  lack  of  suffi- 
cient reimbursement  particularly  affects  those  dental  clinics  providing  care  for  a  sig- 
nificant number  of  imected  individuals.  The  AIDS  Dental  Reimbursement  program 
serves  as  a  kind  of  "matching  fund"  that  recognizes  the  significant  expenditures  in- 
curred by  dental  programs  that  serve  a  disproportionate  share  of  AIDS  patients. 
The  program  has  also  enhanced  relationships  oi  dental  education  institutions  with 
state  and  local  AIDS  care  consortia.  In  fiscal  year  1992,  serving  over  45,000  patients 
nationwide,  78  institutions  received  a  share  of  the  $5.2  million  appropriated.  Unre- 
imbursed costs  continue  to  rise  as  the  number  of  HIV  infected  individuals  increases. 
AADS  urges  an  appropriation  of  $9  million  in  fiscal  year  1995  to  allow  modest 
growth  in  this  important  program. 

National  Health  Service  Corps  Scholarship  and  Loan  Forgiveness  Programs. — We 
strongly  support  the  NHSC  Scholarship  and  Loan  Forgiveness  Programs  which  as- 
sists students  with  the  rising  costs  of  financing  their  health  professions  education 
while  promoting  primary  care  access  to  underserved  areas. 

Last  year,  this  Subcommittee  recognized  the  need  to  increase  dental  participation 
in  the  NHSC  and  included  language  in  the  fiscal  year  1994  Appropriations  Con- 
ference Report.  We  are  most  appreciative  of  the  committee's  directive  to  the  NHSC 
that  an  oral  health  care  initiative  be  undertaken.  We  understand,  however,  that 
only  1  dental  scholarship  was  awarded  with  fiscal  year  1994  funds,  and  that,  to 
date,  no  loan  forgiveness  sites  have  been  approved  for  dentists.  This  means  that  oral 
health  services  are  still  needed  throughout  the  U.S.  to  assure  rural  and  urban  un- 
derserved people  relief  of  pain  and  removal  of  oral  infections.  Without  these  serv- 
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ices,  dental  and  oral  diseases  will  result  in  diminished  employment  prospects  for 
those  without  jobs,  decreased  ability  of  school  children  to  concentrate,  lower  worker 
productivity  and  increased  medical  problems.  Unless  more  dentists  are  made  avail- 
able in  shortage  areas,  we  will  continue  to  see  costs  climb  as  hospital  emergency 
rooms  are  used  to  provide  extensive  care  for  what  began  as  a  dental  problem  and 
has  evolved  into  a  systemic  condition.  We  ask  the  subcommittee  to  reaffirm  the  need 
for  a  substantive  NHSC  oral  health  care  initiative  in  fiscal  year  1995. 

Other  Health  Professions  Education  and  Training  Programs. — We  want  to  express 
our  support  for  the  various  programs  involving  recruitment  and  retention  of  dis- 
advantaged students  and  promotion  of  minority  faculty.  We  urge  support  for  the 
Faculty  Loan  Repayment  &  Faculty  Fellowship  program  so  that  minority  faculty 
can  be  recruited  to  serve  as  role  models  in  health  professions  schools  at  this  critical 
time. 

We  are  also  concerned  about  the  proposed  consolidation  in  the  President's  budget 
of  other  important  health  professions  programs.  The  future  of  the  Rural  Health 
Training  and  the  Health  Education  and  Training  Centers  programs  in  addition  to 
the  Geriatric  Initiatives,  Area  Health  Education  Centers,  and  Allied  Health  Special 
Projects,  is  unclear  under  the  President's  budget  proposal.  Because  these  programs 
promote  access  to  health  care,  which  is  critical  as  we  approach  health  care  reform, 
we  urge  the  Subcommittee  to  fund  these  programs  at  their  fiscal  year  1995  author- 
ized levels. 

Research. — Support  of  the  National  Institute  of  Dental  Research  (NIDR)  has  yield- 
ed results  applicaole  not  only  to  oral  health  but  to  health  in  general.  NIDR's  objec- 
tive is  to  promote  the  advancement  of  research  in  all  sciences  pertaining  to  the 
mouth  and  facial  structures,  to  seek  ways  of  treating  and  preventing  oral  diseases, 
and  to  facilitate  the  transfer  of  knowledge  into  practical  help  for  the  public.  Re- 
search funded  by  NIDR  has  opened  new  pathways  to  better  diagnosis,  prevention, 
and  treatment  of  oral  disease.  Increased  funding  is  essential  to  the  continuation  of 
important  research  into  the  general  health  and  primary  care  of  America's  children, 
adults,  and  senior  citizens.  AADS  endorses  the  testimony  of  the  American  Associa- 
tion for  Dental  Research  regarding  priorities  and  funding  of  $202  million  for  the 
NIDR  in  fiscal  year  1995. 

In  summary,  our  major  concerns  for  fiscal  year  1995  funding  recommendations 
are:  an  appropriation  of  $6  million  for  the  General  Dentistry  program  and  $9  million 
for  the  AIDS  Dental  School  Reimbursement  program.  We  also  request  funding  for 
the  Scholarship  for  Disadvantaged  Students  program  and  the  Exceptional  Financial 
Need  Scholarships  at  $37  milhon,  the  Loan  for  Disadvantaged  Students  program  at 
$15  million,  the  Faculty  Loan  Repayment  &  Faculty  Fellowship  programs  at  $4  mil- 
lion, the  Centers  of  Excellence  program  at  $32  million,  and  the  Disadvantaged  As- 
sistance program  at  $32  milUon.  We  request  $17  million  for  the  Geriatric  Training 
and  GEC  programs,  $25  million  for  AHEC's,  $5  million  for  Allied  Health  Special 
Projects,  $7  million  for  Rural  Health  Training,  and  $5  million  for  HETC's.  We  urge 
that  the  Subcommittee  provide  $375  million  in  credit  authority  for  the  critically  im- 
portant Health  Education  Assistance  Loan  (HEAL)  program.  Finally,  we  support 
funding  of  $202  million  for  the  NIDR  in  fiscal  year  1995. 

STATEMENT  OF  LYNNE  GARTENHAUS,  THE  BOARDER  BABY  PROJECT 

ACCOMPANIED     BY     PATTY     GARTENHAUS,     THE     BOARDER     BABY 
PROJECT 

Senator  INOUYE.  And  now,  may  I  call  upon  the  next  panel? 

Representing  the  Boarder  Baby  Project  is  Ms.  Lynne  Gartenhaus 
and  Patty  Gartenhaus;  the  National  Association  of  Community 
Health  Centers,  Inc.,  Lamell  Davis;  the  National  Organizations  Re- 
sponding to  AIDS,  Ms.  Christine  Lubinski;  the  Association  for 
Practitioners  in  Infection  Control,  Ms.  Jacalyn  Bryan;  and  the 
American  Association  of  Immunologists,  Dr.  Carol  Reinisch. 

The  Boarder  Baby  Project. 

Ms.  Patty  Gartenhaus.  Yes,  sir. 

Senator  iNOUYE.  I  would  like  to  hear  about  that,  Ms. 
Gartenhaus. 

Ms.  Patty  Gartenhaus.  Well,  I  would  like  to  tell  you  about  it. 

Good  afternoon,  Senator  Inouye. 
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We  are  very,  very  pleased  to  be  here.  I  am  Patty  Gartenhaus. 
And  this  is  Lynne  Gartenhaus  [indicating].  We  are  cofounders  of 
the  Boarder  Baby  Project,  which  is  a  nonprofit  organization  that 
was  created  in  January  1990. 

We  appreciate  this  opportunity  to  appear  before  this  subcommit- 
tee to  testify  in  favor  of  increased  funding  for  fiscal  year  1995 
under  the  Abandoned  Infants  Assistance  Act. 

We  would  also  like  to  share  with  you  some  specific  recommenda- 
tions based  upon  our  unique  experience  in  the  District  of  Columbia 
metropolitan  community. 

We  are  mindful  of  your  severe  budgetary  constraints  facing  the 
subcommittee.  However,  we  would  like  to  discuss  ways  in  which  in- 
creased funding  under  the  act  can  support  and  further  Congress' 
goals  in  passing  the  act  and  achieving  long-term  budget  savings,  by 
giving  these  children  a  chance  to  contribute  as  members  of  society 
instead  of  being  a  burden  upon  it. 

I  especially  appreciated  your  remarks  regarding  prevention,  be- 
cause this  is  exactly  what  the  Boarder  Baby  Project  is  all  about. 

Our  program  and  other  successful  ones  like  it  address  the  needs 
of  infants  abandoned  in  hospitals.  We  help  to  recruit  families,  train 
them  for  foster  and  adoptive  parents.  And  we  provide  a  residential 
program  to  serve  this  population. 

But  really,  we  would  like  to  tell  you  a  story.  This  story  is  about 
Baby  R,  a  child  abandoned  at  birth  at  D.C.  General  Hospital  here 
in  the  District  of  Columbia,  by  a  mother  who  gave  a  false  name 
and  a  false  address. 

Baby  R  was  nurtured  by  fluorescent  lighting  24  hours  a  day, 
housed  in  a  crib  which  was  her  only  playground,  never  able  to  go 
outside,  to  crawl  on  the  floor,  or  to  experience  the  light,  sound,  or 
any  of  the  necessary  things  that  so  stimulate  young  children.  Baby 
R  suffered  seriously  from  deprivation. 

After  4  months  in  the  hospital,  she  came  to  our  transitional 
home,  called  "The  Little  Blue  House,"  which  is  staffed  and  operated 
by  the  Boarder  Baby  Project. 

Baby  R  was  terrified  of  the  outdoors.  Riding  in  a  car  made  her 
scream.  She  screamed  at  the  sound  of  the  vacuum  cleaner  or  a 
blender.  This  child  had  never  experienced  ordinary  life. 

Today,  Baby  R  is  a  happy,  healthy,  well-adjusted  2-year-old  little 
girl.  She  is  a  most  confident,  a  very  self-assured  young  lady  who 
meets  the  world  on  her  own  terms. 

She  and  her  new  mother  have  traveled  everywhere,  cross-country 
to  visit  new  relatives,  all  across  the  country,  all  with  Baby  R  safely 
ensconced  in  the  front  seat  of  her  mother's  Corvette. 

I  hoped  at  this  time  to  introduce  Baby  R  and  her  mother — how- 
ever, the  weather  has  precluded  her  attendance  here  today — ^be- 
cause we  wanted  to  show  you  that  these  children  are  viable,  that 
they  have  a  future,  that  we  need  to  invest  in  them  now.  And  seeing 
is  believing. 

The  Boarder  Baby  Project  is  a  public-private  partnership.  We  are 
only  one-half  funded  from  the  Government.  The  rest  of  our  funding 
comes  from  our  partners. 

At  this  time,  most  of  our  partners,  unfortunately,  who  were  in- 
vited here  today  had  to  leave.  This  is  our  first  time  ever  testifying. 
And  I  told  everyone  to  be  here  at  12:30.  [Laughter.] 
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So  they  had  to — they  had  other  things  to  do  and  had  to  go  on. 

But  I  would  Hke  to  recognize  our  very  first  partner,  corporate 
partner,  who  is  Freddie  Mac,  and  Rick  Leon  is  here  from  Freddie 
Mac  today;  our  true,  tried-and-true  volunteer,  Lisa  Everhart  who 
has  not  missed  one  Thursday  night  volunteering  at  the  house  since 
we  opened  2  years  ago;  and  our  house  mother,  Brenda  Amoako, 
who  is  here  today. 

With  the  support  of  these  individuals  and  hundreds  of  others 
there  is  a  happy  ending  to  the  story  of  children,  abandoned  chil- 
dren. 

How  did  this  all  come  about?  Well,  the  Boarder  Baby  Project  got 
off  of  the  ground  in  March  1990  when  Freddie  Mac  donated  our 
home.  It  required  extensive  renovation,  which  was  donated,  50  per- 
cent of  it,  by  the  community.  We  saved  that  much  in  costs. 

In  the  fall  of  1991,  the  Little  Blue  House,  as  it  was  christened, 
opened  its  doors,  welcoming  its  first  children  into  our  transitional 
facility. 

Presently,  infants'  stays  at  the  Little  Blue  House  are  from  4  to 
6  months.  While  at  the  home,  they  flourish  in  a  homelike  environ- 
ment, doing  all  of  the  things  that  normal  babies  would  do,  going 
on  errands  with  the  house  mom  to  the  bank,  riding  on  the  Metro, 
just  doing  normal  things. 

The  medical  community  also  responded  in  a  great  way  by  provid- 
ing pro  bono  services  to  get  our  children  back  on  par.  Once  a  crack 
baby  is  not  always  a  crack  baby. 

These  children  with  the  appropriate  intervention,  which  we  have 
secured  without  any  additional  financial  burden  to  the  Govern- 
ment, works.  And  it  works  beautifully. 

Ms.  Lynne  Gartenhaus.  In  a  recent  article  in  The  Washington 
Post  on  February  6,  1994,  the  District  of  Columbia  metropolitan 
community's  successes  were  heralded  in  beginning  to  meet  the 
boarder  baby  crisis  through  the  combined  efforts  of  public  and  pri- 
vate partnerships,  such  as  the  Boarder  Baby  Project's  Little  Blue 
House  and  Grandma's  House. 

Community-based  partnerships  have  enabled  the  District  of  Co- 
lumbia area  to  substantially  reduce  the  amount  of  time  that  aban- 
doned children  spend  in  the  sterile  hospital  environment. 

Today,  in  Washington,  DC,  they  are  more  quickly  moved  directly 
into  foster  care  or  into  transitional  facilities  like  the  Little  Blue 
House. 

While  the  District  of  Columbia-based  developments  are  encourag- 
ing, the  boarder  baby  problem  is  far  from  solved,  either  here  or  on 
a  national  level. 

Until  we  solve  the  problems  of  poverty,  substance  abuse,  vio- 
lence, or  the  other  issues  that  cause  the  breakup  of  the  family,  we 
will  still  have  abandoned  children. 

It  is  important  to  understand  that  these  children  are  already 
being  parented  by  the  public  sector.  They  will  not  go  away.  And 
they  will  not  disappear.  It  will  be  cheaper  to  meet  their  needs  now 
then  when  they  are  older. 

In  the  August  1993  report  to  Congress  under  the  Abandoned  In- 
fants Assistance  Act,  the  U.S.  Department  of  Health  and  Human 
Services  estimated  that  the  annual  number  of  boarder  babies  na- 
tionally can  range  as  high  as  22,000  babies. 
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Perhaps  more  importantly,  newborn  infants  are  frequently  left 
behind  in  hospitals,  shelters,  and  crack  houses,  by  mothers  who  too 
poor,  too  sick,  or  drug-addicted  to  care  for  them. 

Child  abuse  and  neglect  cases  are  on  the  rise.  Over  2.9  million 
children  were  reported  abused  in  1992.  That  is  why  the  Little  Blue 
House  will  now  open  its  doors  to  children  up  to  the  age  of  2  years 
old  who  are  in  the  custody  of  the  child  welfare  system  for  a  variety 
of  social  problems  and  predicaments. 

In  fact,  our  newest  resident  is  a  3-week-old  baby  girl  who  was 
brought  to  Children's  Hospital  with  a  fractured  skull,  suspected 
abuse  by  her  mother.  This  innocent  little  girl  is  only  one  of  those 
2.9  million  children. 

The  experience  of  the  Boarder  Baby  Project,  working  hand-in- 
hand  with  the  District  of  Columbia  government  and  the  local  com- 
munity, confirms  that  small,  intimate,  and  well-managed  transi- 
tional homes,  like  the  Little  Blue  House,  can  dramatically  reduce 
the  time  spent  by  abandoned  infants  in  the  hospital  setting,  and 
help  these  infants  overcome  their  drug  exposure,  prematurity,  and 
developmental  delays. 

For  example,  the  average  daily  cost  of  boarding  a  child  in  the 
hospital — that  is  custodial  care  of  a  baby  where  they  are  fed  and 
they  are  clothed,  and  that  is  about  it — can  range  from  $200  to 
$1,145. 

In  the  District  of  Columbia,  the  hospital  boarding  cost  per  child 
is  $446  per  day.  The  daily  cost  at  the  Little  Blue  House  is  substan- 
tially lower  at  $150  a  day.  And  when  we  open  our  second  house, 
that  will  even  be  reduced  to  $99  a  day. 

As  a  public-private  partnership,  the  project  is  only  one-half  fund- 
ed through  the  District  of  Columbia  government.  The  Boarder  Baby 
Project  and  its  supporters  shoulder  the  resulting  financial  burden. 

We  believe  that  the  Little  Blue  House  can  serve  as  a  model  for 
public-private  partnerships  across  the  Nation.  Increased  funding 
under  the  Abandoned  Infants  Assistance  Act  could  enable  the 
Boarder  Baby  Project  and  other  successful  initiatives  to  serve  as  a 
national  demonstration  project  for  localities  that  are  just  starting 
to  address  the  challenges  posed  by  abandoned  infants. 

In  addition,  more  Federal  funding  could  permit  the  Boarder  Baby 
Project  and  others  to  provide  hands-on  training  to  developing  pub- 
lic-private partnerships  in  other  communities. 

Though  such  federally-funded — through  such  federally-funded 
initiatives,  private  funding  sources  can  be  optimized  and,  most  im- 
portantly, the  needs  of  abandoned  infants  nationwide  can  be  met 
on  a  sustained,  cost-effective  basis  that  would  be  money  well  spent, 
and  early  on,  to  address  this  problem  will  reap  untold  fiscal  and 
social  benefits. 

We  also  strongly  recommend  that  the  act  be  amended  to  include 
a  provision  that  allows  funding  under  the  act  to  be  used  to  rep- 
licate successful  existing  programs  that  address  these  problems. 

Past  funding  under  the  Abandoned  Infants  Assistance  Act  has 
been  key  to  helping  communities  begin  to  solve  the  crisis  of  aban- 
doned infants.  However,  none  of  us  can  yet  go  home  and  declare 
victory. 
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Unfortunately,  abused,  abandoned,  and  neglected  children  re- 
main. They  deserve  both  this  subcommittee's  and  our  ongoing  con- 
cern, financial  support,  and  help. 

Patty  and  I  thank  you  for  allowing  us  to  appear  before  you  today 
to  testify  for  the  one  segment  of  our  society  too  young  to  speak  for 
themselves. 

Senator  Inouye.  Thank  you  very  much.  Are  you  sisters? 

Ms.  Lynn  Gartenhaus.  Sisters-in-law.  We  married  brothers. 
[Laughter.] 

Senator  Inouye.  I  congratulate  the  brothers — ^your  husbands. 

Ms.  Lynne  Gartenhaus.  Thank  you. 

Senator  iNOUYE.  You  indicated  that  last  year  there  were  22,000 
babies  abandoned  in  hospitals  throughout  the  Nation.  And  how 
many  were  in  that  category  in  the  District  of  Columbia? 

Ms.  Lynne  Gartenhaus.  The — what  is  the  percentage? 

Ms.  Patty  Gartenhaus.  It  was  one-third.  The  District  of  Colum- 
bia had  one-third  of  that  total.  Excuse  me.  The  one-third — ^yes.  I 
ami  nervous.  I  am  sorry.  [Laughter.] 

Ms.  Lynne  Gartenhaus.  Washington,  DC,  had  the  third  highest. 
And  I  believe  there  were  2,000  or  3,000  children  in  that  capacity 
last  year. 

Senator  Inouye.  And  how  many  patient-clients  do  you  have  in 
your  operation- 


Ms.  Lynne  Gartenhaus.  In  the- 


Senator  Inouye  [continuing].  In  the  Blue  House? 

Ms.  Lynne  Gartenhaus.  In  the  Little  Blue  House,  we  have  six 
babies  at  one  time.  And  what  we  do  is  we  work  to  get  these  chil- 
dren's cases  moved  through  the  legal  system.  That  is  really  what 
the  problem  is. 

There  are  not  enough  social  workers  to  handle  the  children's 
cases.  So  they  are  slowed  down  by  the  court  system.  There  is  no- 
body there  fighting  for  them.  We  raise  the  money  privately  to  have 
our  own  social  worker  who  handles  the  children's  cases. 

And  basically,  what  we  do  is  we  goose  the  system.  We  try  to  get 
these  children  reunited  with  their  families.  That  is  our  first  effort, 
if  possible.  But  if  not,  we  get  these  children  into  permanent  place- 
ment, whether  it  is  foster  or  adoptive  care. 

Ms.  Patty  Gartenhaus.  We  have  been  open  a  little  over  24 
months.  And  we  have  placed  23  children  in  that  time.  And  that  is 
only  having  the  capacity  of  six.  And  I  think  a  big  part  of  that  is 
the  fact  that  we  are  only  partially  funded.  So  we 

Senator  Inouye.  And  do  most  of  these  abandoned  children  have 
problems,  such  as  crack  in  their  system? 

Ms.  Lynne  Gartenhaus.  Well,  that 

Ms.  Patty  Gartenhaus.  About  99  percent  of  the  children  that 
come  to  us  have  some  type  of  drug  soup  within  their  system.  Most 
of  the  children  are  exposed  to  crack  cocaine  in  utero. 

The  biggest  problem  we  see  is  irritability,  upper  and  lower  body 
stiffness.  We  tend  to  think  that  that  is  because  they  are  in  pain. 
And  they  do  not  stretch  out  their  arms.  They  just  hold  their  little 
arms  in  close  to  their  bodies. 

But  we  have  found  that  with  physical  therapy,  with  medical 
treatment,  and  with,  to  be  perfectly  honest,  just  common  sense  in 
working  with  these  children 
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Senator  Inouye.  Yes. 

Ms.  Patty  Gartenhaus  [continuing].  That  they  can  flourish  and 
blossom.  And  we  have  seen  them  all  grow  up.  They  have  come  back 
to  visit  us.  And  miracles  do  happen. 

Ms.  Lynne  Gartenhaus.  What  we  have  seen  is  that  these  chil- 
dren may  have  no  more  serious  problems  than  some  of  our  own 
children. 

I  often  use  my  daughter  as  an  example.  She  is  15  and  has  a 
learning  disability  in  reading.  This  is  very  typical  of  the  types  of 
things  that  these  children  will  be  facing. 

All  of  us  who  have  children  know  that  there  is  no  such  thing  as 
a  child  without  a  problem.  But  there  are  all  issues — the  issues  that 
face  these  children  can  be  helped  with  early  intervention  and  pro- 
grams such  as  ours. 

Senator  Inouye.  You  receive  one-half  of  your  funds  from  the  Dis- 
trict of  Columbia  government? 

Ms.  Patty  Gartenhaus.  That's  correct. 

Senator  Inouye.  And  the  other  one-half  from  the  public? 

Ms.  Patty  Gartenhaus.  That's  correct. 

Senator  Inouye.  Are  you  part  of  the  United  Appeal  or  something 
like 

Ms.  Patty  Gartenhaus.  We  are — you  have  to  understand  that 
we  are  very  new  at  this. 

Senator  Inouye.  Oh,  OK. 

Ms.  Patty  Gartenhaus.  My  sister-in-law  and  I  had  been  in  re- 
tail before  we  started  this.  And  so  we  are  finding  out  about  these 
programs.  We  belong  to  the  Combined  Federal  Campaign  and  are 
applying  to  United  Way. 

Senator  Inouye.  Well,  I  congratulate  you  and  commend  you  for 
what  you  are  doing.  Where  is  it  located? 

Ms.  Patty  Gartenhaus.  It  is  on  the  comer  of  Irving  and  Georgia 
in  northwest  Washington. 

Senator  Inouye.  Irving  and  Georgia. 

Ms.  Patty  Gartenhaus.  And  if  you  drive  by,  you  will  see  it  is 
very  much  a  Little  Blue  House.  I  made  a  mistake  with  the  paint 
color.  [Laughter.] 

Senator  Inouye.  It  is  painted  blue? 

Ms.  Patty  Gartenhaus.  Very  blue.  [Laughter.] 

Senator  iNOUYE.  I  will  try  to  look  for  that  on  my  next  trip. 

PREPARED  statement 

Ms.  Lynne  Gartenhaus.  And  we  would  like  you  to  come  and 
visit. 
Senator  Inouye.  I  might  just  do  that. 
Ms.  Lynne  Gartenhaus.  OK. 
Senator  Inouye.  Thank  you  very  much. 
Ms.  Lynne  Gartenhaus.  Thank  you. 
Ms.  Patty  Gartenhaus.  Thank  you. 
[The  statement  follows:] 

Statements  of  Lynne  and  Patty  Gartenhaus 

Good  morning  Senator  Harkin  and  members  of  the  Subcommittee,  we  are  Lynne 
and  Patty  Gartenhaus,  Co-founders  of  the  Boarder  Baby  Project — a  non-profit  orga- 
nization created  in  January  of  1990.  The  Project  appreciates  the  opportunity  to  ap- 
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pear  before  this  subcommittee  today  to  testify  in  favor  of  increased  funding  for  fiscal 
year  1995  under  the  Abandoned  Infants  Assistance  Act. 

We  would  also  like  to  share  with  the  Subcommittee  some  specific  recommenda- 
tions— based  upon  our  unique  experience  in  the  D.C.  Metropolitan  community.  We 
would  like  to  discuss  ways  in  which  increased  funding  under  the  Act  can  support 
and  further  Congress'  goals  in  passing  the  Act — among  them:  identifying  and  ad- 
dressing the  needs  of  these  infants  and  their  families,  recruiting,  training  and  re- 
taining foster  and  adoptive  parents,  and  residential  programs  to  serve  this  popu- 
lation. 

But  really,  we  are  here  to  tell  a  story  or  two.  The  first  is  about  Babv  R.,  a  child 
abandoned  at  birth  by  a  mother  who  gave  a  false  name  and  address.  Nurtured  by 
fluorescent  lighting  24  hours  a  day,  housed  in  a  crib  which  was  her  only  playground, 
never  able  to  go  outside,  crawl  on  the  floor,  or  experience  the  light,  sound  and  color 
that  so  stimulate  babies.  Baby  R.  suffered  seriously  from  deprivation. 

After  four  months  in  the  hospital,  she  came  to  "The  Little  Blue  House",  the  transi- 
tional home  staffed  and  operated  by  The  Boarder  Baby  Project.  She  was  terrified 
of  the  outdoors.  Riding  in  a  car  made  her  cry.  She  screamed  at  the  sound  of  a  vacu- 
um cleaner. 

Today,  Baby  R  is  a  happy,  healthy,  well-adjusted  two  year  old.  She  is  a  most  con- 
fident, self-assured  young  lady  who  meets  the  world  on  its  own  terms.  She  and  her 
new  mother  have  traveled  everywhere — cross  country  to  visit  her  new  relatives, 
trips  to  the  zoo,  explorations  around  town — all  with  Baby  R.  safely  ensconced  in  the 
front  seat  of  her  mother's  Corvette. 

We  would  like  at  this  time  to  introduce  Baby  R.,  and  her  mother,  Sharon  Marrow. 
This,  Senator  Harkin  and  esteemed  committee  members,  is  what  it  is  all  about.  I 
would  like  to  further  introduce  those  individuals  who  represent  the  established 
helping  hands  of  our  society.  From  Freddie  Mac,  the  Project's  first  corporate  sup- 
porter, Libby  Alkire.  Mary  Hallisey  from  Sallie  Mae,  a  dedicated  corporate  partner, 
who  believed  in  the  mission  and  the  dream.  Carl  Foster,  founding  Board  member 
of  the  Boarder  Baby  Project  and  in  many  ways  the  heart  and  conscious  of  all  we 
do.  Dr.  Regina  Milteer,  Assistant  Head  of  Pediatrics,  D.C.  General  Hospital,  the 
only  public  hospital  in  our  nation's  capital  and  where  the  Boarder  Baby  Project  got 
its  start,  "rhe  Uafritz  Foundation,  who  believed  that  small  initiatives  can  make  a 
difference,  Lisa  Everhart,  one  of  our  most  loyal  volunteers,  who  has  never  missed 
her  Thursday  night  shift  at  the  "Little  Blue  House"  in  our  two  years  of  operation, 
Brenda  Amoako,  dedicated  housemother  of  our  facility. 

With  the  support  of  these  individuals  as  well  as  hundreds  of  others,  the  happy 
ending  to  this  sad  beginning  in  life  was  made  possible. 

But  how  did  this  all  come  about?  The  Boarder  Baby  Project  got  off  the  ground 
in  March,  1990  when  Freddie  Mac  donated  a  single  family  dwelling  (requiring  ex- 
tensive renovation)  to  the  Project.  The  community  was  galvanized  by  the  plight  of 
the  boarder  babies  and  offered  labor,  supplies,  support,  volunteers,  pro  bono  services 
and  media  support — saving  the  Project  50  percent  of  the  renovation  costs. 

In  ^e  fall  of  1991,  the  Little  Blue  House"  opened  its  doors,  welcoming  our  first 
children  into  its  refurbished  facility.  Infants'  stays  at  the  "Little  Blue  House"  have 
averaged  from  4  to  6  months.  While  at  the  house,  the  babies  have  flourished  in  a 
home-like  setting  that  offers  physical  challenges  and  social  stimulation  that  hos- 
pitals are  unable  to  provide. 

In  addition,  the  medical  community  has  responded  by  providing  reduced  fees  or 
pro  bono  pediatric  and  developmental  diagnostic  services  for  the  babies.  These  com- 
bined resources  have  been  instrumental  in  helping  overcome  the  developmental 
delays  abandoned  infants  frequently  experience  due  to  long  hospital  stays,  poor  pre- 
nataJ  care  and,  in  many  cases,  exposure  to  drugs  or  alcohol  in  utero. 

THE  PRESENT 

A  recent  (February  6)  article  in  The  Washington  Post  heralds  the  D.C.  metropoli- 
tan community's  successes  in  beginning  to  meet  the  boarder  baby  crisis  through  the 
combined  efforts  of  public  and  private  organizations  such  as  the  Boarder  Baby 
Project  and  Grandma's  House.  Community  based  partnerships  have  enabled  the 
D.C.  area  to  substantially  reduce  the  amount  of  time  abandoned  children  spend  in 
the  sterile  hospital  environment.  Today,  they  are  quickly  moved  directly  into  foster 
care  or  transitional  facilities  like  'The  Little  Blue  House' . 

While  the  D.C.  based  developments  are  encouraging  the  boarder  baby  problem  is 
far  from  solved — either  here  or  on  a  national  level.  In  its  August  1993  report  to  Con- 
gress under  the  Abandoned  Infants  Assistance  Act,  the  U.S.  Department  of  Health 
and  Human  Services  estimated  that  annual  number  of  boarder  babies  nationally 
can  range  as  high  as  22,000. 
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Perhaps  more  importantly,  newborn  infants  still  are  frequently  being  left  behind 
in  hospitals,  shelters  and  crack  houses  by  mothers  who  are  too  poor  or  drug-ad- 
dicted to  care  for  them.  Child  abuse  and  neglect  cases  are  on  the  rise — over  2.9  mil- 
lion were  reported  in  1992.  This  is  why  "The  Little  Blue  House"  will  now  open  its 
doors  to  children  up  to  two  years  old  who  are  in  the  custody  of  the  child  welfare 
system  for  a  variety  of  reasons. 

RECOMMENDATIONS  FOR  THE  FUTURE 

The  experience  of  the  Boarder  Baby  Project,  working  hand-in-hand  with  the  D.C. 
government  and  the  local  community,  confirms  that  small,  intimate  and  well-man- 
aged transitional  homes  like  "The  Little  Blue  House"  can  dramatically  reduce  the 
time  spent  by  abandoned  infants  in  the  hospital  setting  and  help  these  infants  over- 
come their  drug  exposure,  prematurity  and  developmental  delays.  In  addition,  sub- 
stantial savings  can  be  realized.  For  example,  the  average  daily  cost  of  boarding  a 
child  in  a  hospital  can  range  form  $200  to  $1145.  In  the  District  of  Columbia,  the 
hospital  boarding  cost  per  child  is  $446.  The  daily  cost  at  "The  Little  Blue  House" 
is  $150. 

We  believe  that  "The  Little  Blue  House"  can  serve  as  a  model  for  private/public 
partnerships  across  the  nation.  Increased  funding  under  the  Abandoned  Infants  As- 
sistance Act  would  enable  the  Boarder  Baby  Project  and  other  successful  initiatives 
to  serve  as  national  demonstration  projects  for  localities  that  are  just  starting  to  ad- 
dress the  challenges  posed  by  abandoned  infants.  In  addition,  more  federal  funding 
could  permit  the  Boarder  Baby  Project  and  others  to  provide  hands-on  training  to 
developing  public/private  partnerships  in  other  communities.  Through  such  feder- 
ally-funded initiatives,  private  funding  sources  can  be  optimized  and,  most  impor- 
tantly, the  needs  of  abandoned  infants  nationwide  can  be  met  on  a  sustsdned,  cost- 
effective  basis. 

We  also  strongly  recommend  that  the  Act  can  be  amended  to  include  a  provision 
that  allows  funds  under  the  Act  to  be  used  to  replicate  successful  existing  programs 
that  address  the  problems. 

Past  funding  under  the  Abandoned  Infants  Assistance  Act  has  been  key  to  helping 
communities  begin  to  solve  the  crisis  of  abandoned  infants.  However,  none  of  us  can 
declare  victory  and  go  home.  Unfortunately,  abused,  abandoned  and  neglected  chil- 
dren remain.  They  deserve  both  this  Subcommittee's  and  our  ongoing  concern,  fi- 
nancial support  and  help. 

STATEMENT  OF  LARNELL  DAVIS,  THE  NATIONAL  ASSOCIATION  OF 
COMMUNITY  HEALTH  CENTERS,  INC. 

Senator  Inouye.  And  now,  may  I  call  upon  Lamell  Davis? 

Mr.  Davis.  Mr.  Chairman,  members  of  the  subcommittee,  my 
name  is  Lamell  Davis.  I  am  the  director  of  the  Jefferson  Com- 
prehensive Care  System  in  Pine  Bluff,  AR.  Somebody  might  know 
where  that  is.  [Laughter.] 

Our  health  center  has  been  serving  low-income  and  uninsured 
residents  of  Arkansas  for  over  21  years.  And  we  currently  serve 
nearly  16,000  low-income  persons  residing  in  both  urban  and  rural 
communities  in  a  three-county  area. 

I  am  very  pleased  to  be  here  today  on  behalf  of  the  National  As- 
sociation of  Community  Health  Centers  in  support  of  increased 
funding  in  fiscal  year  1995  for  community,  migrant,  and  homeless 
health  centers,  and  the  National  Health  Service  Corps. 

Most  Americans  want  good  health  insurance.  However,  some 
Americans,  including  those  we  serve,  need  more  than  an  insurance 
card.  They  need  a  place  to  go,  when  they  are  sick.  And  they  need 
an  organization  that  will  work  with  them  to  keep  them  healthy. 
They  need  a  health  center. 

Now,  I  would  be  remiss  if  I  did  not  acknowledge  the  commitment 
of  this  subcommittee,  in  deed  and  word,  in  providing  support  for 
our  community  health  centers. 

There  are  compelling  reasons  why  increased  funding  is  needed. 
First,  the  work  of  the  Health  Resource  and  Services  Administra- 
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tion's  Division  of  Shortage  Designations,  in  documenting  health 
professions  shortage  areas,  serves  to  remind  us  that  significant  pri- 
mary care  infrastructure  development  must  take  place  if  we  are  to 
provide  reasonable  assets  to  health  services  for  all  Americans.  In- 
vestments in  health  centers  builds  primary  care  infrastructure. 

Second,  with  or  without  Federal  legislation,  the  health  delivery 
system,  in  this  country  is  evolving  at  a  phenomenal  rate.  Mergers 
and  acquisitions  are  occurring  on  a  daily  basis. 

And  as  pressure  to  control  costs  is  stimulated  by  enhanced  com- 
petition and  driven  by  a  bottom-line  orientation,  the  more  hard-to- 
serve  communities  will  go  without  health  professionals. 

More  low-income  patients  will  be  turned  away.  Then  the  question 
becomes:  Who  will  care  for  these  patients?  And  where  will  they  go? 

You  have  created  and  supported,  over  these  many  years,  a  local 
community-oriented  system  of  health  centers  that  can  help  provide 
basic  primary  care  services. 

The  system  needs  to  grow.  In  Arkansas,  hard-working  people 
with  limited  incomes  believe  that  help  is  just  around  the  corner.  If 
it  is  not,  the  disillusionment  they  will  feel  next  year  will  be  very 
painful. 

Health  centers  cannot  solve  this  problem.  But  we  can  help.  The 
levels  we  request  represent  investments  that  can  be  made  now,  in- 
vestments that  will  enhance  our  primary  care  infrastructure  and 
lessen  the  need  for  expensive  hospital  and  specialty  care. 

As  you  consider  the  fiscal  year  1995  appropriations,  we  rec- 
ommend the  following  investments:  $675  million  for  community 
health  centers;  $100  million  for  migrant  health  centers;  $100  mil- 
lion for  health  care  for  the  homeless;  $45  million  for  field;  and  $95 
million  for  the  scholarship/loan  repayments  for  the  National  Health 
Service  Corps. 

Mr.  Chairman,  may  I  say  in  closing  that  I  have  labeled  our  rec- 
ommended funding  levels  as  an  investment?  It  is  an  investment 
that,  along  with  education,  will  help  preserve  and — excuse  me — 
will  help  to  reverse  an  alarming  trend  toward  a  growing  underclass 
in  this  country. 

Compelling  need  dictates  that  we  act  to  utilize  proven  systems 
of  care  to  foster  wellness  and  prevention.  If  funded  adequately,  the 
expanded  presence  of  health  centers  and  the  availability  of  basic 
health  services  will  contribute  to  a  healthier  and  more  productive 
America. 

Invest  in  health  centers.  Build  upon  what  has  worked.  Look  at 
the  long  history  of  success  of  the  program  and  continue  to  invest 
in  the  program  that  mobilizes  communities  to  solve  problems  at  the 
local  level. 

Mr.  Chairman,  and  members  of  the  subcommittee,  I  thank  you 
for  the  opportunity  to  appear  before  you  today.  Thank  you. 

Senator  INOUYE.  I  thank  you  very  much. 

The  administration  has  recommended  for  migrant  health  centers, 
I  believe,  $59  million.  You  are  suggesting  $100  million. 

How  many  migrant  workers  are  presently  utilizing  these  centers? 

Mr.  Davis.  I  do  not  know  if  I  could  give  you  exact  figures  on  that. 
We  have  a  large  number  of  migrant  health — migrant  workers.  We 
will  make  that  information  available  to  you  through  our  associa- 
tion. 
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I  can  tell  you  this:  For  a  long  time,  it  was  said  that  Arkansas 
really  did  not  have  a  problem  with  migrants.  We  have  recently  re- 
ceived funds  to  open  a  migrant  center  in  Hope,  AR.  It  is  an  expan- 
sion of  one  of  our  sister  programs. 

And  it  indicated  that  there  may  be  300,000  to  400,000  migrants 
that  pass  through  Arkansas  on  an  annual  basis.  We  have  crops  of 
tomatoes  and 

Senator  INOUYE.  It  is  300,000  to  400,000? 

Mr.  Davis.  Yes,  sir;  we  have  tomatoes  and  watermelons  that 
have  to  be  harvested  and  cotton  and  soybeans,  and  a  sundry  of 
things.  And  we  have  quite  a  stream  of  migrants. 

Senator  Inouye.  I  am  asking  these  questions  because  we,  in  Ha- 
waii, are  not  on  the  migrant  path,  as  you  can  see.  And  so  we  do 
not  have  that  experience. 

How  did  you  come  to  these  numbers? 

Mr.  Davis.  OK.  These  numbers  are — have  been  developed 

Senator  Inouye.  I  want  the  record  to  show  all  of  the  support  you 
can  get  for  this. 

Mr.  Davis.  All  right.  OK.  Maybe — I  hope  I  understand  your  ques- 
tion. You  said:  How  do  we  arrive  at  these  numbers? 

This  is  based  on  the  possibility  of  increased  access  to  about  1.3 
million  different  underserved  individuals.  This  has  been  projected 
on  those  who  are  homeless,  those  who  are  migrants,  those  who  are 
living  in  underserved  areas. 

They  are — in  the  State  of  Arkansas — 72  of  our  75  counties  are 
designated  as  medically  underserved,  either  totally  or  partially. 

We  have  a  tremendous  shortage  of  primary  health  care  provid- 
ers. We  have  a  tremendous  need  to  build  on  the  infrastructure  for 
rural  health  and  the  urban  poor. 

And  so  this  is  a  matter  of  a  recommendation  that  has  been 
brought  together  by  our  national  association.  It  is  based  on  their 
statistics  and  studies. 

Senator  iNOUYE.  If  you  can  provide  us  with  further  information, 
it  would  be  most  helpful,  sir,  because  we  would  like  to  be  as  helpful 
as  we  can.  But  we  would  need  a  bit  more  documentation  to  support 
the  increase  you  have  suggested. 

PREPARED  STATEMENT 

Mr.  Davis.  OK.  We  have  several  position  papers  and  also  pro- 
posed amendments  to  the  current  law,  Public  Health  Service  Law 
330,  which  we  would  be  happy  to  make  available  to  you,  plus  other 
supportive  information. 

Senator  Inouye,  If  you  can  do  that,  we  would  appreciate  it,  sir. 

Mr.  Davis.  Thank  you. 

[The  statement  follows:] 

Statement  of  Larnell  W.  Davis 

The  National  Association  of  Community  Health  Centers  (NACHC)  appreciates  the 
opportunity  to  present  this  written  statement  to  the  Subcommittee  on  Labor,  Health 
and  Human  Services,  Education  and  Related  Agencies.  Mr.  Larnell  Davis,  Executive 
Director  of  Jefferson  Comprehensive  Care  System,  Inc.,  Pine  Bluff,  Arkansas,  will 
make  the  oral  presentation  on  March  2nd,  at  1:00  pm. 

NACHC  is  a  membership  organization  which  represents  over  700  community,  mi- 
grant and  homeless  health  centers.  Together,  these  centers  care  for  over  7  million 
medically  underserved  Americans  in  1400  sites  across  the  country,  providing  com- 
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prehensive  primary  and  preventive  health  care  services  to  the  nation's  rural  and 
inner-city  medically  underserved  populations.  Services  are  accessible  and  affordable, 
with  charges  based  upon  ability  to  pay.  Care  is  provided  by  dedicated  physicians, 
nurse  practitioners,  nurse  midwives  and  physicians'  assistants.  Health  centers  pro- 
vide a  broad  range  of  services  including:  diagnostic  laboratory  and  radiologic  serv- 
ices, pharmaceutical  services  and  preventive  services  such  as  immunizations,  well 
child  examinations,  preventive  dental  care,  family  planning,  prenatal  and 
postpartum  care. 

Many  studies  have  demonstrated  that  health  centers,  achieve  cost  savings 
through  fewer  hospital  admissions  and  less  frequent  use  of  costly  emergency  care 
for  routine  services.  Health  centers  beneficially  impact  the  health  of  the  commu- 
nities they  serve,  achieving  reductions  of  as  much  as  40  percent  in  infant  mortality 
rates.  In  addition  to  providing  timely  and  appropriate  care,  these  centers  are  in- 
creasingly being  asked  to  participate  in  the  training  of  needed  health  professionals. 
Both  the  National  Health  Service  Corps  and  the  development  of  health  professions 
training  opportunities  at  health  centers  can  be  useful  in  addressing  the  maldistribu- 
tion of  health  professionals  in  this  country. 

Health  centers  are  governed  by  members  of  the  community  who  have  an  interest 
and  responsibility  to  ensure  that  responsive  and  affordable  health  care  is  provided 
to  all  who  need  it.  Without  health  centers,  residents  of  inner-city  and  rur^  under- 
served  areas  would  face  great  unmet  health  care  needs. 

Health  center  patients  include  uninsured  low-income  persons,  minorities,  rural 
residents,  high-risk  pregnant  women  and  children,  migrant  farmworkers,  persons 
with  AIDS,  persons  with  drug  and  alcohol  problems,  homeless  persons  and  families, 
the  frail  elderly  and  other  high-risk  groups.  The  level  of  need  has  escalated  due  to 
the  emergence  of  health  conditions  and  public  health  threats  that  were  either  un- 
known or  had  been  eliminated  a  generation  ago.  Many  health  center  patients  also 
face  severe  environmental  and  occupational  risks. 

NACHC  believes  additional  federal  investment  is  needed  to  assure  the  availability 
of  primary  and  preventive  health  care  in  every  medically  underserved  community. 
Health  centers  confront  the  challenge,  today,  of  caring  for  an  ever-increasing  num- 
ber of  people  seeking  care  in  an  era  of  declining  resources  and  shortages  of  primary 
care  health  professionals.  There  are  over  43  million  Americans  who  suffer  financial, 
geographic  or  cultural  barriers  to  health  care.  Few  government  programs  are  mak- 
ing as  significant  a  contribution  to  low-income  families  as  cost-effectively,  or  in  as 
high  quality  a  manner,  as  health  centers.  Federal  grants  to  health  centers  cover  less 
than  half  of  all  health  center  costs  and  fund  centers  at  an  annual  operating  level 
of  approximately  $100  per  patient.  This  is  a  small  but  critical  investment  in  primary 
care.  Preservation  of  this  critical  resource  requires  bold  action  in  assisting  the  cur- 
rent network  of  health  centers  to  enhance  their  capacity  to  serve  increasing  and 
unmet  needs,  and  in  developing  new  health  centers  in  medically  underserved  com- 
munities. 

In  1993,  over  350  community  groups  requested  funding  to  initiate  primary  care 
programs  for  underserved  populations.  While  most  met  criteria  for  funding,  fewer 
than  100  could  be  funded  at  the  existing  level  of  appropriations. 

We  commend  President  Clinton  and  the  Congress  for  making  health  reform  one 
of  their  top  priorities.  Most  Americans  want  guaranteed  health  insurance.  However, 
millions  of  Americans,  including  those  served  at  health  centers,  need  more  than  an 
insurance  card;  they  need  a  place  to  go  when  they  are  sick  and  doctors  that  will 
work  to  keep  them  healthy.  They  need  a  health  center. 

As  Congress  debates  and  the  nation  prepares  for  health  reform,  there  must  be  a 
system  in  place  that  will  provide  essential  health  care  services  for  everyone,  and  es- 
pecially for  the  most  vxilnerable,  underserved  people  in  our  communities  and  in  our 
nation.  For  these  people  and  communities,  expanding  primary  care  services  will  be 
vital  to  improving  the  health  of  the  population  and  reducing  costs.  A  national  health 
center  system  is  already  in  place;  it's  cost-effective  and  it  works — bmld  on  it. 

Health  centers  would  not  be  here  if  Congress  had  not  recognized  the  need  for 
them.  NACHC  would  be  remiss  not  to  acknowledge  the  sincere  commitment  of  this 
Subcommittee  in  word  and  deed,  to  provide  ongoing  support  for  health  centers.  Why 
is  it  critical  for  greater  investment  in  health  centers  and  the  National  Health  Serv- 
ice Corps  at  a  time  when  Congress  is  considering  fundamental  reform  of  our  na- 
tion's health  care  system?  There  are  compelling  reasons  for  increased  funding. 

First,  the  work  of  the  Health  Resources  and  Services  Administration's  Division  of 
Shortage  Designations  in  documenting  health  professions  shortage  areas,  indicates 
that  development  of  the  primary  care  infrastructure  must  take  place  to  ensure  rea- 
sonable access  to  health  services  for  all  Americans.  Investment  in  health  centers 
builds  primary  care  infrastructure. 
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Second,  with  or  without  federal  legislation,  the  health  delivery  system  in  this 
country  is  restructuring  itself  at  a  phenomenal  rate.  Mergers  and  acquisitions  occiir 
on  a  daily  basis  and  as  pressure  to  control  costs  is  stimulated  by  enhanced  competi- 
tion, and  driven  by  a  bottom  line  orientation,  more  hard-to-serve  communities  will 
go  without  health  professionals.  More  low-income  patients  will  be  turned  away.  Who 
will  care  for  these  patients?  Where  will  they  go?  The  Congress  has  created  and  sup- 
ported over  these  many  years,  a  local  community-oriented  system  of  health  centers 
that  can  help  to  provide  basic  primary  care  services.  This  system  needs  to  grow. 
Health  centers  can't  solve  all  the  problems,  but  they  can  help  expand  access  in 
areas  neglected  by  traditional  providers.  The  levels  being  requested  represent  in- 
vestments that  can  be  made  now;  that  will  enhance  the  nation  s  primary  care  infra- 
structure; that  will  lessen  the  need  for  expansive  hospital  and  specialty  care;  that 
will  3deld  a  substantial  return  to  the  nation. 

As  the  Subcommittee  considers  the  fiscal  year  1995  appropriation,  NACHC  urges 
its  members  to  make  the  following  investments: 

(1)  Community  Health  Centers:  $675.00  million. — (This  reflects  a  12  percent  in- 
crease over  the  current  base.)  This  amount  would  allow  for  the  continuation  of  serv- 
ices at  existing  health  centers;  provide  health  care  for  approximately  740,000  new 
patients;  and  provide  for  an  additional  134  new  starts/expansion  in  medically  under- 
served  areas. 

(2)  Migrant  Health  Centers:  $100  million. — This  recommendation  would  provide 
for  current  services  adjustment  at  the  existing  migrant  health  centers;  support  the 
expansion  and/or  addition  of  another  58  migrant  health  centers;  and  provide  serv- 
ices to  an  additional  349,000  migrant  and  seasonal  farmworkers. 

(3)  Health  Care  for  the  Homeless:  $100  million. — ^This  amount  would  allow  for  the 
continuation  of  existing  health  care  for  the  homeless  programs;  provide  for  an  addi- 
tional 50  expansion  and/or  new  starts  where  there  is  a  high  incidence  of  homeless- 
ness;  and  provide  basic  primary  care  services  to  an  additional  200,000  homeless  pa- 
tients. 

(4)  National  Health  Service  Corps:  Field  $45  million;  Scholarship  / Loan  Repay- 
ment: $95  million. — This  amount  would  provide  for  the  existing  field  personnel  as 
additional  scholarships  and  loans  to  train  physicians  and  other  providers  in  return 
for  service  in  health  professional  shortage  areas. 

It  remains  to  be  seen  what  path  health  reform  may  take.  However,  even  with 
health  reform  there  will  always  be  communities  and  special  populations  that  most 
providers  will  not  consider  as  economically  feasible  to  serve  without  special  pro- 
grams or  subsidies.  The  health  center  experience  can  help  shape  policy  related  to 
addressing  these  issues.  In  the  event  funds  are  authorized  for  primary  care  infi*a- 
structure  development  under  health  reform,  NACHC  asks  that  you  consider  the  fol- 
lowing: 

Health  Center  Reform  under  the  Health  Security  Act:  $100  million. — to  renovate 
or  replace  existing  medical  facilities.  This  amount  is  only  one-fifth  of  the  actual  need 
at  health  centers.  A  recent  study  conducted  by  the  Bureau  of  Primary  Health  Care, 
U.S.  Department  of  Health  and  Human  Services  reports  that  a  total  of  $510  miUion 
is  needed  to  correct  fire  and  life  safety  codes,  ease  overcrowding,  and  to  repair,  ren- 
ovate, or  replace  equipment  at  existing  centers. 

Health  Security  Access  Initiative:  $300  million. — ^This  amount  is  proposed  under 
the  Health  Security  Act  and  calls  for  the  expansion  of  primary  care  services  in  un- 
derserved  areas.  We  strongly  believe  that  these  funds  should  be  provided  for  an  ex- 
panded health  center-based  effort.  The  amount  would  allow  health  centers  to  plan, 
develop  and  operate  health  networks  with  a  focus  on  hard-to-reach  populations.  It 
would  provide  funds  for  enabling  services  such  as  transportation,  translation  and 
outreach.  However,  the  amount  requested  will  not  meet  all  of  the  needs  of  the  43 
million  Americans  who  do  not  currently  have  access.  The  request,  however,  is  con- 
sistent with  the  overwhelming  need  and  could  be  mobilized  and  implemented  within 
fiscal  year  1995. 

In  summary,  NACHC  is  aware  that  the  members  of  the  Subcommittee  have  a 
very  difficult  task  this  year  because  of  the  strict  limits  on  available  funds.  The  rec- 
ommended funding  levels  for  the  Community  and  Migrant  and  Homeless  Health 
Care  programs  and  the  National  Health  Service  Corps  are  an  investment.  An  in- 
vestment that  along  with  education  will  help  to  reverse  an  alarming  trend  toward 
a  growing  underclass  in  this  country.  Compelling  need  dictates  that  Congress  acts 
to  utilize  proven  systems  of  care  to  foster  wellness  and  prevention.  If  fiinded  ade- 
quately, the  expanded  presence  of  health  centers  and  the  availabiUty  of  basic  health 
services  will  contribute  to  a  healthier  and  more  productive  America. 

Health  centers  were  founded  with  a  vision  of  community  and  consumer  empow- 
erment. Their  experience  over  the  past  30  years  provides  a  lesson  on  how  consumer 
involvement  can  succeed  where  other  models  fail.  Invest  in  health  centers,  build 
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upon  what  has  worked,  look  at  the  long  history  and  success  of  the  program,  and 
continue  to  invest  in  programs  that  mobilize  communities  to  solve  problems  at  the 
local  level. 

STATEMENT  OF  CHRISTINE  LUBINSKI,  CHAIR,  THE  NATIONAL  ORGA- 
NIZATIONS RESPONDING  TO  AIDS 

Senator  Inquye.  And  now,  may  I  call  on  Ms.  Christine  Lubinski? 

Ms.  Lubinski.  Good  afternoon,  Senator. 

My  name  is  Christine  Lubinski.  And  I  am  chair  for  the  National 
Organizations  Responding  to  AIDS  coalition. 

NORA  is  a  coalition  convened  by  the  AIDS  Action  Council  of  150 
health,  labor,  religious,  professional,  and  advocacy  groups  actively 
battling  the  AIDS  epidemic.  AIDS  Action  Council,  which  convenes 
NORA,  represents  over  1,000  community-based  AIDS  service  pro- 
viders from  across  the  country. 

The  NORA  and  AIDS  Action  Council  budget  requests  are  iden- 
tical. 

AIDS  is  the  leading  cause  of  years  of  potential  life  lost  for  all 
Americans.  It  is  the  leading  cause  of  death  for  young  American 
men  and  the  fourth  leading  cause  of  death  for  young  American 
women.  And  it  is  the  fifth  leading  cause  of  death  among  1-  to  4- 
year-old  children  in  the  United  States. 

We  are  well  aware  of  the  competing  demands  made  on  the  Fed- 
eral budget.  Yet,  AIDS  continues  to  require  additional  resources, 
especially  in  prevention  services,  if  we  are  to  prevent  needlessly 
lost  lives. 

Successfully  attacking  the  HIV/AIDS  epidemic  in  our  Nation  re- 
quires a  commitment  to  a  full-scale  approach  in  prevention,  re- 
search, and  care. 

Absent  a  preventive  vaccine,  which  certainly  is  not  just  around 
the  corner,  our  only  hope  of  halting  further  HIV  transmission  is 
through  a  comprehensive,  targeted  approach  to  AIDS  prevention 
through  the  Nation. 

We  were  dismayed  to  find  that  the  President  did  not  include  an 
increase  in  this  program.  We  propose  a  $95  million  increase  over 
last  year's  level  in  the  Center  for  Disease  Control's  HIV  prevention- 
related  programs. 

For  those  who  have  already  become  infected,  we  must  ensure 
that  they  receive  access  to  care  and  services.  To  that  end,  we  pro- 
pose $226  million  in  increases  for  health  service  programs  in  the 
Ryan  White  CARE  Act  instead  of  the  $93  million  increase  in  the 
President's  budget. 

We  request  an  increase  of  $64  million  for  title  I  of  the  act,  which 
provides  emergency  aid  to  high-incidence  cities,  and  would  permit 
expansion  for  five  newly  eligible  title  I  cities. 

Our  request  of  an  additional  $88  million  for  title  II  represents 
the  level  of  need  for  this  State-based  program,  which  all  States  ac- 
cess. 

It  would  permit  a  more  adequate  funding  level  for  the  essential 
drug  purchase  assistance  program  and  will  allow  an  expansion  of 
care  consortia  in  regions  that  have  been  underserved  to  date. 

We  also  would  like  a  $34  million  increase  in  funds  for  title  Ill(b) 
of  Ryan  White  to  support  early  intervention  and  life-prolonging 
services  to  poor  clients  being  seen  at  community  health  centers  and 
other  federally  qualified  health  centers. 
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We  support  a  $40  million  increase  for  title  IV  programs,  serving 
children,  adolescents,  and  families.  This  is  an  underserved  popu- 
lation that,  unfortunately,  constitutes  a  rapidly  growing  segment  of 
the  HIV  population. 

Ultimately,  biomedical  and  behavioral  research  will  provide  the 
critical  answers  for  treatment  and  prevention  of  HIV  infection. 

To  that  end,  we  support  the  NIH  professional  judgment,  profes- 
sional budget  judgment  number  of  a  $550  million  increase  in  AIDS- 
related  biomedical  and  behavioral  research  at  the  National  Insti- 
tutes of  Health. 

Our  support  for  increased  funding  for  AIDS  research  comes  in 
the  context  of  a  call  for  an  overall  increase  in  our  Nation's  commit- 
ment to  biomedical  and  behavioral  research. 

This  is  just  a  broad-brush  stroke  of  AIDS  Action  Council's  and 
NORA's  funding  priorities.  There  are  numerous  other  public  health 
programs  which  are  critical  to  the  fight  against  this  epidemic. 

At  a  later  date,  we  will  present  the  committee  members  with  a 
detailed  booklet  of  these  programs  and  funding  needs. 

Thank  you  very  much. 

Senator  INOUYE.  When  will  the  committee  receive  this  detailed 
description  of  your  budgetary  needs? 

Ms.  LUBINSKI.  We  should  have  it  done  in  the  next  2  or  3  weeks. 
Every  year,  we  put  together  an  alternative  Federal  budget  that  ad- 
dresses every  Federal  public  health  program  that  makes  some  kind 
of  impact  on  the  AIDS  epidemic. 

Senator  iNOUYE.  You  also  call  for  a  $95  million  increase  in  pre- 
vention-related activities  of  the  CDC.  Does  CDC  support  that? 

Ms.  LUBINSKI.  We  had  a  very  difficult  time  getting  a  professional 
judgment  number  out  of  CDC  this  year.  This — the  $95  million  re- 
flects authorization  levels  proposed  in  an  HIV  prevention  bill  intro- 
duced by  Nancy  Pelosi  in  the  House  side,  and  also  reflects  our  view 
that  CDC  has  initiated  a  community-planning  process  so  that  pre- 
vention programs  can  be  responsive  to  high-risk  populations  in 
given  communities,  which  we  see  as  a  real  step  forward,  one  we 
have  waited  12  years  for. 

Senator  iNOUYE.  All  right. 

Ms.  LUBINSKI.  And  our  concern  is  that  there  is  now  a  need  for 
additional  funding  to  give  State  health  departments  and  commu- 
nity players  the  technical  assistance  necessary  to  get  that  planning 
process  and  those  programs  off  the  ground;  hence,  a  need  for  an  in- 
flux of  funding  this  year  to  make  that  happen. 

Senator  iNOUYE.  What  is  latest  on  the  HIV  vaccine? 

Ms.  LuBiNSKi.  I  just  read  in  some  of  the  scientific  clips  today 
that  there — at  the  moment,  there  is  not  significant  movement  for- 
ward on  the  vaccine. 

What  we  have  been  doing  though,  with  support  from  NIH,  is 
bringing  experts,  both  researchers,  ethicists,  and  a  wide  range  of 
people  from  the  scientific  and  the  activist  community  together  to 
talk  in  advance  about  the  social  and  ethical  implications  of  admin- 
istering a  vaccine. 

It  is  possible  that  there  could  be  broad-based  trials  of  a  number 
of  different  vaccines  in  the  next  18  months  to  2V2  years,  although 
from  what  I  understand — and  I  am  certainly  not  the  research  ex- 
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pert  on  our  staff — none  of  the  vaccines  currently  in  development 
look  particularly  promising  at  this  point. 

PREPARED  STATEMENT 

But  there  is  a — there  is,  certainly,  a  whole  range  of  questions 
that  need  to  be  addressed  regardless  of  what  the  vaccine  is,  about 
how  you  get  high-risk  people  together,  how  you  administer  these, 
how  you  protect  people's  confidentiality. 

So  we  are  trying  to  do  that  work  in  advance  so  that  when  some- 
thing promising  does  come  up,  we  can  move  on  it. 

Senator  Inouye.  All  right.  Thank  you  very  much,  ma'am. 

Ms.  LUBINSKI.  Thank  you. 

[The  statement  follows:] 

Statement  of  Christine  Lubinski 

Mr.  Chairman  and  Members  of  the  Committee.  I  am  Christine  Lubinski,  chair  of 
the  National  Organizations  Responding  to  AIDS.  NORA  is  a  coahtion  convened  by 
AIDS  Action  Council  of  150  health,  labor,  religious,  professional,  and  advocacy 
groups  actively  battling  the  AIDS  epidemic.  AIDS  Action  Council  represents  over 
1,000  community-based  AIDS  service  providers  from  across  the  country.  The  NORA 
and  AIDS  Action  Council  budget  requests  are  identical. 

AIDS  is  the  leading  cause  of  years  of  potential  life  lost  for  all  Americans;  it  is 
the  leading  cause  of  death  for  young  America  men  and  the  fourth  leading  cause  of 
death  for  young  America  women,  and  is  the  fifth  leading  cause  of  death  among  one- 
to-four  year  old  children  in  the  U.S. 

We  are  well  aware  of  the  competing  demands  made  on  the  federal  budget.  Yet, 
AIDS  continues  to  require  additional  resources,  especially  in  prevention  services,  if 
we  are  to  prevent  needlessly  lost  lives. 

AIDS  is  often  held  up  as  the  disease  that  receives  a  disproportionate  level  of  fed- 
eral funding.  This  is  not  so.  People  with  AIDS  die  at  a  young  age,  cutting  off  many 
years  of  productive  life,  of  work,  of  paying  taxes,  of  contributing  to  society.  When 
we  look  at  spending  on  disease,  we  must  look  at  it  in  the  context  of  Years  of  Poten- 
tial Life  Lost,  not  only  number  of  annual  deaths.  When  compared  to  cancer  or  heart 
disease,  AIDS  receives  the  lowest  amount  of  federal  funds  per  years  of  potential  life 
lost — actually  only  $544  compared  with  $562  for  heart  disease  and  $1,044  for  can- 
cer. I  have  enclosed  a  chart  with  this  written  testimony  comparing  AIDS  funding 
with  other  major  disease  groups. 

Successfully  attacking  the  HIV/AIDS  epidemic  in  our  nation  requires  a  commit- 
ment to  a  full-scale  approach  in  three  critical  areas:  prevention,  research,  and  care. 

Absent  a  preventive  vaccine,  our  only  hope  of  halting  further  transmission  is 
through  a  comprehensive,  targeted  approach  to  AIDS  prevention  throughout  the  na- 
tion. This  can  become  a  model  of  effective  health  promotion  in  a  number  of  critical 
areas  of  public  health.  We  were  dismayed  to  find  tnat  the  President  did  not  include 
an  increase  in  this  program.  We  propose  a  $95  million  increase  over  last  year  in 
the  Center  for  Disease  Control's  HIV  prevention-related  programs. 

Despite  a  lack  of  widespread  awareness  of  the  effectiveness  of  HIV  prevention 
programming,  there  is  very  strong  and  clear  data  indicating  that  HIV  prevention 
does  work.  Increased  funding  for  prevention  programs  designed  and  delivered  at  the 
community  level  is  our  top  priority.  The  Centers  for  Disease  Control  and  Prevention 
is  to  be  commended  for  instituting  a  community  planning  process  among  state  and 
local  health  department  cooperative  agreement  holders.  Community  planning  is  an 
ongoing,  collaborative  process. 

Poverty  is  the  biggest  single  barrier  to  health  care  access.  For  those  who  have  al- 
ready become  infected,  we  must  ensure  that  they  receive  access  to  care  and  services. 
To  that  end,  we  propose  $226  million  in  increases  for  health  service  programs  in 
the  Ryan  White  CARE  Act  rather  than  the  $93  million  increase  in  the  Presidents 
budget. 

We  request  $389.5  million  for  Title  I  of  the  Act  (rather  than  $364.5  million  in  the 
President's  budget),  which  provides  emergency  aid  to  high-incidence  cities  and 
would  permit  expansion  for  newly  eligible  Title  I  cities  (estimated  at  5)  without  hav- 
ing to  cut  services  in  currently  funded  Title  I  cities. 

Our  $272  million  request  for  Title  II  (rather  than  $214  in  the  President's  budget) 
represents  the  level  of  need  for  this  state-based  program  which  all  states  access.  It 
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will  permit  a  more  adequate  funding  level  for  the  essential  drug  purchase  assistance 
program  and  will  allow  an  expansion  of  care  consortia  in  regions  that  have  been  un- 
derserved  to  date. 

Our  request  of  $34  million  increase  (rather  than  $19  million  in  the  President's 
budget)  in  funds  for  Title  TUB  will  permit  the  support  of  early  intervention  services 
to  poor  clients  being  seen  at  community  health  centers  and  other  federally  qualified 
health  centers.  This  program  is  a  critical  first  step  in  providing  earlier — and  there- 
fore life  prolonging — care  and  preventive  services  for  people  with  HIV. 

We  also  support  a  $40  million  increase  (rather  than  $5  million  in  the  President's 
budget)  for  Title  IV  programs  serving  children,  adolescents  and  families.  This  is  a 
grossly  underserved  population  that  unfortunately,  constitutes  a  rapidly  growing 
segment  of  the  HIV  population. 

Ultimately,  biomedical  and  behavioral  research  will  provide  the  critical  answers 
for  treatment  and  prevention  of  HIV  infection.  The  United  States  is  unique  in  the 
world  in  having  the  resources  and  HIV  research  infrastructure  to  undertake  this 
mission  that  can  save  literally  millions  of  lives  around  the  world.  But  we  have  not 
had  the  political  will  to  do  so.  To  that  end,  we  propose  a  $550  million  incrc-ase  in 
AIDS-related  biomedical  and  behavioral  research  at  the  National  Institutes  of 
Health,  which  represents  the  currently  available  scientific  opportunities  in  the  pro- 
fessional judgement  of  NIH  scientists.  (The  President  has  put  an  additional  $78  mil- 
lion in  his  budget.)  Our  support  for  increased  funding  for  AIDS  research  comes  in 
the  context  of  a  call  for  an  overall  increase  in  our  nation's  commitment  to  biomedical 
and  behavioral  research. 

We  also  support  $15  million  for  the  AIDS  mental  health  services  demonstration 
program.  Based  on  the  Congressionad  Appropriation  of  $1.5  million  in  fiscal  year 
1994,  the  Center  of  Mental  Health  Services  (CMHS)  has  undertaken  a  historic  and 
unique  collaboration  with  the  NIH  and  HRSA,  increasing  funding  for  this  program 
to  over  $4  million  for  fiscal  year  1994.  These  demonstrations,  which  will  begin  to 
address  an  enormous  unmet  need,  will  provide  the  first  ever  federal  opportunity  to 
evaluate  the  success  of  various  mental  health  interventions  in  reducing  the  severe 
emotional  and  psychological  impact  of  HFV. 

In  addition  to  AIDS  care,  research  and  prevention,  two  non-AIDS  specific  public 
health  programs  are  of  special  importance  to  us: 

We  support  full  funding  of  the  CDC's  Multi-Drug  Resistant-TB  Elimination  Plan 
at  $484.  There  is  only  a  $4  million  increase  for  this  program  in  the  President's 
budget.  TB  continues  to  pose  an  increasing  threat  to  the  public  health  and  poses 
a  special  threat  to  persons  with  HIV  infection,  since  those  with  compromised  im- 
mune systems  are  most  susceptible  to  TB. 

And  finally,  substance  abuse  is  linked  to  the  largest  percentage  of  new  cases  of 
HIV  infection.  We  request  a  $500  million  increase  in  the  Substance  Abuse  Services 
Block  Grant  to  expand  treatment  capacity  and  enhance  quality  of  services  for  these 
treatment  programs.  We  are  pleased  to  see  that  the  President  has  increased  this 
program  by  $300  million  in  his  budget.  This  block  grant  mandates  a  set-aside  for 
the  provision  of  HIV/AIDS-related  outreach  and  early  intervention  services. 

In  conclusion,  NORA  requests  the  following  increases  in  funding  for  fiscal  year 
1995:  $95  million  for  CDC  AIDS  prevention  programs;  $226  for  the  Ryan  White 
CARE  Act— (Title  I,  $64  million;  Title  II,  $88  million;  Title  IIIB,  $34  million;  Title 
IV,  $40  million);  $550  million  for  NIH  AIDS  research;  $15  million  for  the  AIDS  men- 
ted  health  demonstration  program  at  SAMHSA;  $367  for  CDC  Tuberculosis  elimi- 
nation; and  $500  million  for  the  Substance  Abuse  Block  Grant.  We  must  take  a  com- 
prehensive, full-attack  approach  if  we  are  to  successfully  fight  this  epidemic.  Pro- 
moting good  health  and  preventing  the  spread  of  disease  could  not  be  a  better  in- 
vestment in  our  nation's  future. 

This  is  a  broad-brush  stroke  of  NORA's  funding  priorities.  There  are  numerous 
smaller  programs  in  mental  health  care,  behavioral  science,  substance  abuse,  STD's, 
etc.  which  are  critical  to  the  fight  against  this  epidemic.  At  a  later  date  we  will 
present  the  committee  members  with  details  of  these  programs  and  funding  needs. 
Thank  you. 

STATEMENT  OF  JACALYN   BRYAN,  THE  ASSOCIATION  FOR  PRACTI- 
TIONERS IN  INFECTION  CONTROL 

Senator  Inouye.  And  may  I  now  call  on  Jacalyn  Bryan,  Associa- 
tion of  Practitioners  on  Infectious  Control? 

Ms.  Bryan,  Mr.  Chairman,  I  am  Jacalyn  Bryan,  chairperson  for 
governmental  affairs,  representing  the  Association  for  Professionals 
and  Infection  Control  and  Epidemiology,  which  is  an  organization 
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of  over  10,000  nurse,  physician,  and  microbiologist  members  who 
have  primary  responsibility  for  the  prevention  and  control  of  infec- 
tions acquired  in  health  care  facilities. 

A  major  concern  to  APIC  members  is  assuring  that  public  health 
is  not  compromised  as  a  result  of  decisions  related  to  the  national 
health  care  reform  initiative. 

During  the  past  decade,  we  have  witnessed  two  significant  com- 
municable disease  crises,  the  emergence  of  the  life-threatening 
virus  HIV  and  the  reemergence  of  the  tuberculosis  epidemic. 

Added  to  the  complexity  of  these  problems  is  that  of  resources 
being  diverted  from  more  effective  prevention  techniques  toward 
regulatory  occupational  safety  requirements,  known  to  be  of  ex- 
tremely limited  value. 

APIC  pleads  with  polic3rmakers  involved  in  this  and  other  health 
care  initiatives  to  define  issues  and  regulate  actions  on  the  basis 
of  sound  scientific  data. 

While  major  strides  in  improving  TB  management  have  been 
made,  significant  deficiencies  in  our  knowledge  must  be  addressed 
through  research  and  community-based  programs. 

Funding  for  TB  control  efforts  must,  therefore,  minimally  remain 
at  current  levels  for  the  foreseeable  future,  and  based  on  outcome 
evaluation,  be  adjusted  to  meet  existing  and  future  needs. 

In  addition,  because  facilities  for  housing  those  who  no  longer 
need  hospitalization,  but  require  supervised  care,  community-based 
programs  to  support  those  services  must  be  included  in  any  fund- 
ing determination. 

The  HIV/AIDS  epidemic  poses  a  different  public  health  concern 
which  requires  another  response  model.  A  significant  funding  issue 
affecting  AIDS  prevention  and  care  today  is  the  singular  emphasis 
on  those  diseased  with  AIDS  today,  at  the  expense  of  those  at  risk 
of  HIV  infection  who  will  become  the  next  wave  of  the  ongoing  epi- 
demic. 

Funding  for  AIDS  prevention,  care,  and  research  cannot  be  com- 
promised lest  we  suffer  the  lessons  of  the  TB  epidemic. 

In  addition,  APIC  wishes  to  address  the  need  to  protect  health 
care  workers  from  blood-borne  pathogen  transmission  through  the 
implementation  of  safer  devices  to  prevent  needlestick  injuries. 

Devices  are  becoming  more  available  to  address  this  issue.  How- 
ever, cost  is  a  major  limiting  factor  in  their  implementation.  What 
is  sorely  needed  is  research  to  document  the  in-use  effectiveness  of 
specific  devices  and  fiscal  incentives  to  support  the  purchase  of 
them. 

A  cornerstone  of  the  success  of  infection  control  programs  has 
been  the  education  of  thousands  of  facility-based  health  care  pro- 
viders on  infection  prevention  practices. 

However,  APIC  has  become  increasingly  concerned  about  the 
availability  and  quality  of  infection  control  education.  Evidence 
continues  to  accumulate  of  the  failure  to  adhere  to  scientifically  ac- 
cepted principles  and  practices  of  infection  control  as  demonstrated 
by  disease  transmission  from  contaminated  instruments,  and  inap- 
propriate management  of  injection  equipment. 

APIC  strongly  urges  the  committee  to  consider  an  initiative  that 
provides  infection  control  education  in  basic,  entry-level  health  pro- 
fessions schools. 
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APIC,  therefore,  makes  the  following  recommendations  regarding 
appropriations  for  fiscal  year  1995:  For  TB  elimination,  $484  mil- 
lion; for  HIV/AIDS,  $588  million;  for  occupational  safety,  $143  mil- 
lion; and  for  infection  control  education,  $20  million. 

Mr.  Chairman,  thank  you  for  this  opportunity  to  testify  before 
this  committee. 

Senator  INOUYE.  Ms.  Bryan,  needless  to  say,  many  of  us  were 
rather  shocked  about  the  onset  of  tuberculosis,  because  many  of  us 
were  under  the  impression  that  this  was  one  of  those  diseases  that 
we  had  brought  under  control  some  time  ago. 

What  caused  this  eruption  and  epidemic? 

PREPARED  STATEMENT 

Ms.  Bryan.  Part  of  what  caused  it  was  a  decrease  in  the  avail- 
ability of  medications.  And  then  the  other  thing  that  caused  it  was 
a  rapid  increase  in  multidrug  resistant  tuberculosis. 

And  the  treatment  there,  there  were  some  problems  associated 
with  the  public  health  infrastructure  in  tracking  that.  And  there 
are  a  lot  of  other  details  and  confounding  factors  associated  with 
that  that  we  could  submit  as  an  answer  for  the  written  record. 

Senator  iNOUYE.  So  you  would  say  it  is  poverty  related? 

Ms.  Bryan.  Yes. 

Senator  iNOUYE.  Well,  we  will  take  a  hard  look  at  this  one,  be- 
cause I  was  one  of  those  who  assumed  that  it  was  all  over.  We  will 
do  our  best. 

Ms.  Bryan.  Thank  you. 

[The  statement  follows:] 

Statement  of  Jacalyn  L.  Bryan,  RN 

Mr.  Chairman  and  distinguished  subcommittee  members,  the  Association  for  Pro- 
fessionsds  in  Infection  Control  and  Epidemiology,  Inc.  (APIC)  submits  testimony  for 
your  consideration  on  the  subject  of  budget  appropriations  for  fiscal  year  1995.  APIC 
is  a  national  organization  of  over  10,000  nurse,  physician  and  microbiologist  mem- 
bers who  have  primary  responsibility  for  the  prevention  and  control  of  infections  ac- 
quired in  health  care  settings.  As  part  of  its  mission,  APIC  seeks  to  influence  deci- 
sion-makers at  all  levels  in  the  public  and  private  sectors  on  issues  relevant  to  infec- 
tion prevention. 

APIC  concerns  itself  broadly  with  issues  affecting  public  health  and  safety  realiz- 
ing that  programs  addressing  community  health  concerns  also  impact  the  provision 
of  services  throughout  the  continuum  of  health  care  delivery.  APIC  also  realizes  pri- 
orities must  be  established  for  appropriating  funds  to  support  such  efforts.  It  is  to 
this  issue  of  establishing  priorities  that  APIC  addresses  its  remarks. 

A  major  concern  to  J^iC  members  is  assuring  that  the  public  health  infrastruc- 
ture to  support  communicable  disease  surveillance  and  intervention  efforts  is  not 
compromised  as  a  result  of  decisions  related  to  the  national  health  care  reform  ini- 
tiative. During  the  past  decade  we  have  witnessed  in  this  nation  two  significant 
communicable  disease  crises:  (1)  the  emergence  of  a  new,  life-threatening  virus, 
HIV,  which  has  already  cost  well  over  200,000  lives  and  infected  an  estimated  mil- 
Uon  citizens,  and  (2)  the  re-emergence  of  tuberculosis  which  has  reached  epidemic 
proportions,  particvilarly  in  our  inner  cities  where  the  health  of  citizens  is  threat- 
ened by  poverty,  malnutrition,  violence,  as  well  as  infectious  disease.  The  inter-rela- 
tionship of  these  two  epidemics  cannot  be  ignored.  It  was  the  failure  to  support  the 
public  health  infi"astructure  during  the  emergence  of  the  HIV  epidemic  that  largely 
contributed  to  the  return  of  TB.  This  lack  of  foresight  has  cost  more  in  the  provision 
of  health  care,  not  to  mention  the  enormous  cost  of  lives,  than  what  would  have 
been  spent  in  prevention.  Added  to  the  complexity  of  this  problem,  is  that  millions 
of  dollars  will  now  be  spent  in  misguided  policies  aimed  at  reducing  occupational 
risk  through  federal  programs  erroneously  placing  greatest  emphasis  on  the  least 
important  element  in  occupational  tuberculosis  exposure  prevention,  namely  per- 
sonal protective  equipment  or  respiratory  protective  devices  (masks).  Monies  cur- 
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rently  being  spent  to  meet  these  requirements  are  being  diverted  from  more  effec- 
tive prevention  techniaues  and  other  areas  of  health  care  delivery.  APIC  pleads  with 
policy  makers  involved  in  this  and  other  health  care  initiatives  to  define  issues  and 
regulate  actions  on  the  basis  of  sound  scientific  data  and  in  the  absence  of  such 
data,  proceed  not  at  all  or  with  the  greatest  of  caution. 

During  the  past  two  years,  inroads  at  controlling  TB,  largely  through  traditional 
public  health  approaches,  namely  early  detection  and  treatment  of  persons  with  ac- 
tive TB  disease,  and  appropriate  isolation  of  those  who  are  communicable,  have  con- 
tributed to  the  decline  in  the  epidemic.  However,  TB  has  not  been  brought  under 
"control"  and  we,  as  a  nation,  cannot  be  lulled  into  believing  attention  to  this  deadly 
and  debilitating  disease  can  be  diverted.  When  TB  re-emerged,  we  did  not  have 
state-of-the  art  laboratory  detection  methods,  treatment  modalities,  or  surveillance 
and  intervention  services  consistently  distributed  in  the  field  to  respond,  thus  an 
epidemic  resulted.  While  major  strides  in  improving  TB  management  have  been 
made,  there  are  still  significant  deficiencies  in  our  knowledge  which  must  be  ad- 
dressed through  researcn  and  community-based  programs.  Funding  for  TB  control 
efforts  must,  therefore,  minimally  remain  at  current  levels  for  the  foreseeable  fu- 
ture, and  based  on  outcome  evaluation,  be  adjusted  to  meet  existing  and  fixture 
needs.  In  addition,  because  facilities  for  housing  those  who  no  longer  need  hos- 
pitalization, but  require  supervised  care,  community-based  programs  to  support 
those  services  must  be  included  in  any  funding  determination. 

The  HIV/AIDS  epidemic  poses  a  different  public  health  concern  which  requires 
another  response  model.  HIV  disease,  as  of  1994,  remains  an  ultimately  fatal  condi- 
tion. The  dilemma  it  poses  from  a  public  health  perspective  is  that  the  majority  of 
persons  with  HIV  infection  remain  asymptomatic  yet  infectious  for  ten  or  more 
years  before  the  onset  of  disease  symptoms.  There  is  no  vaccine,  there  is  no  post- 
exposure prophylaxis,  and  the  spectrum  of  disease  induced  by  HIV  continues  to 
evolve.  As  diseases  such  as  pneumocytis  carinii  pneumonia  become  more  treatable, 
others  emerge  to  take  their  place.  A  significant  funding  issue  affecting  AIDS  preven- 
tion and  care  today  is  the  conort  of  persons  infected  ten  years  ago  that  today  require 
millions  of  dollars  in  direct  health  care  services.  This  has  resulted  in  a  diversion 
of  dollars  from  HIV  prevention  to  HIV  care,  but  leaves  vulnerable  in  its  wake,  an 
emerging  sexually  active  population  who,  if  not  reached  through  prevention  efforts, 
will  become  the  next  wave  of  an  ongoing  epidemic.  Funding  for  AIDS  prevention, 
care,  and  research  cannot  be  compromised  lest  we  suffer  the  lessons  of  tiie  TB  epi- 
demic. 

Beyond  these  public  health  priorities,  APIC  is  also  concerned  about  issues  affect- 
ing primary  and  tertiary  health  care.  Most  APIC  members  practice  in  health  care 
facilities,  hospitals  and  nursing  homes  in  particular,  where  their  efforts  at  reducing 
nosocomial  infection  have  in  the  last  two  decades,  resulted  in  a  significant  decline 
in  preventable  hospital-acquired  infections.  Provider-specific  and  procedure-specific 
hospital-acquired  infection  data  are  used  as  a  measurement  of  the  quality  of  care 
provided  by  an  institution.  Development,  evaluation,  validation  of  as  well  as  infor- 
mation dissemination  about  such  epidemiologically  sound  quality  indicators  is  be- 
coming increasingly  important  in  this  nations  move  toward  universal  health  care 
reform.  APIC  continues  to  enjoin  decision  makers  at  facility,  health  plan,  local,  state 
and  federal  levels  to  limit  the  use  of  "quality  indicators"  to  those  of  proven  scientific 
foundation,  reliability  and  validity.  Data  from  ill-conceived  indicators  attempting  to 
measure  and  market  health  care  quality  in  order  to  shape  health  care  policy  will 
surely  cost  us  precious  national  resources  we  cannot  afford  to  waste. 

A  cornerstone  of  the  success  of  infection  control  programs  has  been  the  education 
of  thousands  of  facility-based  health  care  providers  on  infection  prevention  practices. 
However,  APIC  has  become  increasingly  concerned  about  the  availability  and  qual- 
ity of  infection  control  education  and  the  presence  of  infection  control  policies  and 
procedures  in  settings  where  primary  care  is  provided  and  where  there  is  little  regu- 
latory oversight.  These  concerns  are  supported  by  accumulating  evidence  of  failure 
to  adhere  to  scientifically  accepted  principles  and  practices  of  infection  control  as 
demonstrated  by  cases  of  HIV  transmission  to  patients  by  contaminated  instru- 
ments and  the  potential  of  disease  transmission  through  inappropriate  management 
of  injection  equipment. 

APIC  strongly  urges  the  Senate  Appropriations  Committee  to  consider  a  new  edu- 
cational initiative  that  would  provide  comprehensive,  scientifically  sound,  and  clear- 
ly defined  infection  control  education.  This  should  begin  with  enhancing  basic  entry- 
level  education  in  health  professions  schools.  We  recommend  that  such  a  program 
be  guided  by  the  Centers  for  Disease  Control  and  administered  through  grants  pro- 
vided under  the  Health  Resources  and  Services  Administration.  A  model  of  this  ap- 
proach is  currently  being  implemented  by  the  State  of  New  York  Department  of 
Health. 
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The  final  area  we  wish  to  address  concerns  the  need  to  assure  better  protection 
from  bloodbome  pathogen  transmission  for  our  nation's  health  care  workers  through 
assuring  the  implementation  of  safer  devices  to  prevent  needlestick  injuries.  It  is 
estimated  that  over  800,000  such  injuries  are  reported  each  year;  for  various  rea- 
sons, thousands  more  go  unreported.  Devices  are  becoming  more  readily  available 
to  address  this  concern  but  cost  is  a  major  limiting  factor  in  their  implementation. 
Legislation  that  taxes  or  otherwise  penalizes  organizations  that  have  not  introduced 
safer  needle  technology  only  imposes  greater  fiscal  and  bureaucratic  pressures  on 
hesdth  care  facilities.  What  is  sorely  needed  is  research  to  document  the  "in-use"  ef- 
fectiveness of  specific  devices  and  fiscal  incentives  to  support  the  purchase  of  them. 

RECOMMENDATIONS 

Based  on  the  forgoing  discussion,  APIC  makes  the  following  recommendation  re- 
gfu-ding  appropriations  for  fiscal  year  1995: 

1.  Tuberculosis  Elimination. — ^APIC  supports  the  funding  level  suggested  by  the 
Centers  for  Disease  Control  and  Prevention  (CDC)  Coalition,  namely  $484  million. 
We  are  concerned  about  the  disparity  between  the  CDC  Coalition  recommendation 
and  the  Administration's  proposal  of  $121  million.  As  we  learned  with  HIV, 
underfiinding  the  present  will  cost  us  a  great  deal  more  in  the  future. 

2.  if/V/A/DS.— APIC  supports  the  fianding  level  suggested  by  the  CDC  Coalition, 
$588  million. 

3.  Occupational  Safety. — ^APIC  supports  the  level  recommended  by  the  CDC  Coali- 
tion, $143  million  and  again  points  out  the  $40  million  disparity  (over)  between  the 
CDC  recommendation  and  the  Administration's  proposed  budget. 

4.  Infection  Control  Education. — ^APIC  recommends  this  pilot  HRSA  program  be 
funded  initially  at  $20  million  and  be  targeted  at  primary  care  providers,  the  pro- 
vider group  most  likely  to  expand  under  health  care  reform. 

STATEMENT  OF  CAROL  REINISCH,  THE  AMERICAN  ASSOCL\TION  OF 
IMMUNOLOGISTS 

Senator  INOUYE.  And  may  I  now  call  upon  Dr.  Reinisch? 

Dr.  Reinisch.  Mr.  Chairman,  thank  you  for  your  patience  in  sit- 
ting through  all  of  this  today. 

My  name  is  Carol  Reinisch.  And  I  am  the  chair  of  the  Committee 
on  Public  Affairs  for  the  American  Association  of  Immunologists.  I 
am  also  chair  of  the  Department  of  Comparative  Medicine  at  the 
Tufts  University  School  of  Veterinary  Medicine  in  Massachusetts. 

Immunology  appreciates  the  opportunity  to  testify  before  your 
subcommittee  concerning  the  fiscal  year  1995  appropriation  for 
NIH. 

The  American  Association  of  Immunologists  represents  nearly 
6,000  scientists  who  study  the  immune  system.  We  study  diseases 
of  the  immune  system  such  as  AIDS.  And  we  study  defects  of  the 
immune  system  such  as  lupus. 

Our  members  are  on  the  front  lines  of  the  scientific  effort  to  find 
cures,  therapies,  and  vaccines  for  diseases  ranging  from  AIDS  to 
tuberculosis. 

We  have  determined  that  immunologists  and  basic  research  sci- 
entists in  general  must  communicate  far  more  effectively  with  the 
Congress,  with  the  executive  branch,  and  with  the  lay  public  in 
general,  in  terms  of  the  importance  of  life  sciences  research  and  its 
support  in  the  United  States. 

As  we  are  certainly  pressed  for  time,  let  me  get  to  the  essential 
message:  In  short,  this  country  is  not  devoting  enough  resources  to 
biomedical  research  funding. 

The  problem,  as  was  pointed  out  in  the  New  York  Times  and 
elsewhere  by  your  colleagues,  is  that  79  percent  of  peer-reviewed 
research  deemed  worth  of  Federal  support  does  not  get  it. 
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This  means  that  on  average,  only  one  out  of  five  deserving  re- 
search proposals,  research  which  might  well  lead  to  cures  or  thera- 
pies for  diseases  such  as  diabetes  or  systemic  lupus  or  arthritis,  are 
funded  at  all. 

.  In  an  environment  in  which  only  one  of  five  meritorious  grants 
is  funded,  we  can  be  absolutely  certain  that  crucial  work  on  the  im- 
mune system,  how  it  functions,  how  it  fights  diseases,  infections, 
and  tumors,  will  simply  not  be  done. 

For  these  reasons,  immunology  supports  the  recommendations 
that  have  been  referred  to  earlier  in  this  hearing  of  the  ad  hoc 
group  for  biomedical  research,  and  also  endorses  the  Federation  of 
American  Societies  for  Experimental  Biology's  recommendation. 

The  federation  recommended  an  8.9-percent  increase  at  NIH  to 
$11,934  billion  for  fiscal  year  1995.  The  ad  hoc  group  recommended 
something  similar,  a  9-percent  increase  to  $11,950  billion. 

In  particular,  immunology  commends  the  ad  hoc  group  for  set- 
ting a  funding  goal  which  would  allow  NIH  to  fund  30  percent  of 
new  and  competing  grants  for  fiscal  year  1995. 

The  political  and  budgetary  difficulties  in  attaining  these  funds 
have  led  to  much  soul-searching  within  our  organization  and, 
frankly,  within  the  biomedical  research  community  in  general. 

The  budget  caps  imposed  by  the  1990  and  1993  budget  bills,  the 
growing  pressure  on  people  such  as  yourself  for  additional  cuts  in 
discretionary  spending,  and  the  possibility  of  a  balanced  budget 
amendment,  have  all  led  immunology  to  the  conclusion  that  alter- 
native sources  of  funding  must  be  found. 

For  these  reasons,  after  a  considerable  debate  among  ourselves, 
we  are  supporting  the  effort  led  by  Senators  Harkin  and  Hatfield 
to  establish  an  additional  source  of  funding  for  NIH. 

In  summary,  Mr.  Chairman,  we  are  grateful  for  this  opportunity 
to  testify  before  your  subcommittee.  We  intend  to  carry  on  the  fight 
for  adequate  research  funding. 

And  we  certainly  hope  that  you  and  your  colleagues  will  look 
upon  immunology  as  a  resource,  as  you  weigh  the  difficult  research 
funding  and  science  policy  issues  that  our  Nation  faces. 

Thank  you. 

Senator  Inouye.  Doctor,  I  thank  you  very  much  for  your  testi- 
mony, because  I  just  learned — I  did  not  realize  that  we  fund  only 
one  out  of  five  grant  project  requests. 

PREPARED  STATEMENT 

Dr.  Reinisch.  That  is  right.  And  as  far  as  I  am  concerned,  that 
is  a  national  disgrace.  I  am  absolutely  sure,  as  a  bench  scientist, 
that  we  are  not  going  to  find  the  answers  to  some  of  the  fundamen- 
tal problems  that  have  been  raised  this  afternoon  or,  I  am  sure,  in 
hearings,  unless  more  peer-reviewed  research  is  funded.  I  think  it 
is  as  simple  as  that. 

Senator  Inouye.  Doctor,  we  will  do  our  best. 

Dr.  Reinisch.  Thank  you. 

[The  statement  follows:] 

Statement  of  Dr.  Carol  Reinisch,  Sc.D. 

Mr.  Chairman  and  distinguished  members  of  the  Subcommittee,  I  am  Carol 
Reinisch,  Sc.D.,  Chair  of  the  Committee  on  PubUc  Affairs  for  the  American  Associa- 
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tion  of  Immunologists  (AAI).  I  am  also  Chair  of  the  Department  of  Comparative 
Medicine  at  Tufts  University  Veterinary  School  in  North  Grafton,  Massacnusetts. 
AAI  appreciates  the  opportunity  to  testily  before  your  Subcommittee  concerning  the 
fiscal  1995  appropriation  for  the  National  Institutes  of  Health  (NIH). 

AAI  represents  nearly  6,000  scientists  who  study  the  human  immune  system  and 
its  diseases,  and  our  members  are  in  the  front  lines  of  the  scientific  effort  to  find 
cures  and  therapies  for  diseases  ranging  from  AIDS  to  tuberculosis.  AAI  has  deter- 
mined that  immunologists  and  basic  research  scientists  must  effectively  commu- 
nicate to  Congress,  the  Executive  Branch  and  the  lay  public  the  importance  of  life 
sciences  research. 

To  that  end,  AAI  has  begun  a  new  and  intensive  program  to  contribute  to  the 
science  policy-making  process,  and  AAI's  Committee  on  Public  Affairs  is  here  today 
in  support  of  our  testimony.  I  have  with  me  today  the  following  members  of  our 
committee:  Robert  Rich,  M.D.,  Baylor  College  of  Medicine;  George  Abraham,  M.D., 
University  of  Rochester  Medical  Center;  Joel  Buxbaum,  M.D.,  New  York  University 
Medical  School;  John  Sullivan,  M.D.,  University  of  Massachusetts  Medical  School; 
and  Galen  Toews,  M.D.,  University  of  Michigan  Medical  Center. 

Mr.  Chairman,  a  constituent  of  yours,  Richard  Lynch,  M.D.,  of  the  University  of 
Iowa  College  of  Medicine,  is  a  member  of  our  committee  but  could  not  be  here  today. 
He  asked  me  to  send  his  regards. 

Testifying  before  this  Subcommittee  about  the  need  for  greater  NIH  funding  is 
difficult  for  two  reasons. 

First,  your  Subcommittee  has  been  very  generous  in  its  support  of  NIH  and  the 
life-saving  biomedical  research  which  is  its  mission.  AAI's  members  and  indeed  the 
entire  life  sciences  research  community  are  truly  grateful  for  the  support  of  your 
Subcommittee  in  appropriating  $10,956  billion  for  NlH  in  fiscal  year  1994. 

Secondly,  on  February  7  of  this  year,  the  Clinton  Administration  requested  a  4.7 
percent  increase  in  NIH  funding  to  $11.47  billion  for  fiscal  year  1995.  This  Sub- 
committee and  the  Administration  have  shown  strong  support  for  NIH  at  a  time 
when  discretionary  spending  is  capped  and  the  federal  government  has  had  to  elimi- 
nate or  reduce  funding  for  many  other  important  and  worthwhile  programs. 

Despite  this  generosity,  the  United  States  is  not  devoting  enough  resources  to  bio- 
medical research  funding.  The  problem,  as  you  have  pointed  out  in  the  New  York 
Times  and  elsewhere,  is  that  79  percent  of  the  peer-reviewed  research  deemed  wor- 
thy of  federal  support  does  not  receive  it.  This  means  that  on  average,  only  one  out 
of  five  deserving  research  proposals — research  that  might  lead  to  cures  or  therapies 
for  diseases  sucn  as  diabetes  or  Lupus — is  funded.  In  an  environment  in  which  only 
one  of  five  meritorious  grants  is  actually  funded,  how  can  we  determine  what  in- 
sights into  the  functions  of  the  human  inunune  system  or  the  causes  of  a  particular 
type  of  cancer  will  never  be  discovered? 

In  research  areas  as  divergent  as  organ  transplants  and  bee  stings,  we  can  see 
great  progress  and  the  promise  of  further  improvements  in  our  ability  to  prevent 
and  cure  diseases,  if  only  adequate  funding  can  be  found. 

In  the  field  of  immunology,  continuing  investigation  of  the  ways  in  which  the 
human  immune  system  recognizes  normal  and  abnormal  cells,  or  self  and  non-self 
molecules,  has  led  to  the  development  of  drugs  that  dramatically  reduce  the  likeli- 
hood that  transplanted  organs  \vill  be  attacked  by  the  immune  system  and  rejected 
by  the  body. 

Similarly,  recent  research  has  shown  that  conventional  bee  sting  therapy  is  all 
but  ineffective  as  an  allergy  therapy,  and  led  to  the  development  of  a  five-year  ther- 
apy regimen  using  bee  venom. 

And  the  benefits  of  biomedical  research  are  not  solely  limited  to  the  prevention 
and  curing  of  human  suffering. 

According  to  the  NIH  publication  Cost  Savings  Resulting  fi-om  NIH  Research  Sup- 
port, development  of  a  haemophilus  influenza  type  b  vaccine  which  will  eventually 
be  given  to  80  percent  of  all  infants  born  in  this  country  cost  $20.1  million  from 
1972  to  1989,  and  could  generate  $462  million  in  health  care  savings  annually.  An 
NIH-developed  antiviral  therapy  for  Neonatal  Herpes  Simplex  cost  $5.1  million  in 
research  and  saves  an  estimated  $137.5-$  183.3  million  annually.  That's  right,  $25 
million  in  NIH  research  over  the  past  fifteen  years  could  quite  possibly  save  us  half 
a  billion  dollars  annually  in  lower  health  care  costs,  as  well  as  losses  associated 
with  lower  economic  productivity. 

AAI  strongly  supports  the  recommendations  of  the  Federation  of  American  Soci- 
eties for  Experimental  Biology  and  the  Ad  Hoc  Group  for  Biomedical  Research. 
FASEB  recommends  an  8.9  percent  increase  at  NIH  to  $11,934  billion  for  fiscal  year 
1995.  The  Ad  Hoc  Group  recommends  a  9  percent  increase  to  $11,950  billion  for  fis- 
cal year  1995.  In  particular,  AAI  commends  the  Ad  Hoc  Group  for  setting  a  funding 
goal  that  would  allow  NIH  to  fund  30  percent  of  new  and  competing  grants  for  fiscal 
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year  1995.  Such  a  spending  level  would  provide  stable  funding  for  high  quality  re- 
search. 

The  political  and  budgetary  difficulties  of  attaining  these  funding  levels  for  NIH 
has  led  to  much  soul-searching  within  AAI  and  the  biomedical  research  community. 
The  budget  caps  imposed  by  the  1990  and  1993  budget  bills,  the  growing  pressure 
for  additional  cuts  in  discretionary  spending,  and  the  possibility  of  a  balanced  budg- 
et amendment  to  the  Constitution  have  all  led  AAI  to  the  conclusion  that  an  alter- 
native source  of  NIH  funding  must  be  found.  For  these  reasons  I  offer  AAI's  support 
of  the  effort  led  by  you  and  Senator  Hatfield  to  establish  a  new  and  additional 
source  of  funding  for  NIH.  We  commend  you  and  Senator  Hatfield  for  your  vision 
and  leadership. 

Mr.  Chairman,  AAI  and  I  are  grateful  for  this  opportunity  to  testify  before  your 
Subcommittee.  AAI  will  continue  to  carry  on  the  fight  for  adequate  research  funding 
and  we  hope  you  will  come  to  look  upon  AAI  as  a  resource  as  you  weigh  the  difficult 
research  funding  and  science  policy  issues  that  our  nation  faces. 

Summary  paragraph:  AAI  supports  the  recommendations  of  the  Ad  Hoc  Group  for 
Biomedical  Research  and  the  Federation  of  American  Societies  for  Experimental  Bi- 
ology. FASEB  recommends  an  8.9  percent  increase  at  NIH  to  $11,934  billion  for  fis- 
cal year  1995.  The  Ad  Hoc  Group  recommends  a  9  percent  increase  to  $11,950  bil- 
lion for  fiscal  year  1995.  In  particular,  AAI  commends  the  Ad  Hoc  Group  for  setting 
a  funding  goal  that  would  allow  NIH  to  fund  30  percent  of  new  and  competing 
grants  for  fiscal  year  1995. 

Senator  INOUYE.  And  I  will  have  to  call  a  short  recess,  because 
you  have  heard  the  buzzers  going  off.  There  is  a  vote  pending  at 
this  moment.  I  will  be  right  back. 

[A  brief  recess  was  taken.] 

Senator  Inouye.  You  have  been  most  patient. 

STATEMENT  OF  C.  WAYNE  BARDIN,  M.D.,  PRESIDENT,  THE  ENDOCRINE 
SOCIETY 

Senator  iNOUYE.  And  now  we  come  to  a  close.  Representing  the 
Endocrine  Society  is  C.  Wayne  Bardin;  the  American  Social  Health 
Association,  Ms.  Peggy  Clarke;  and  the  American  Public  Health  As- 
sociation, Fernando  Trevino. 

And  may  I  now  call  upon  Mr.  Bardin? 

Dr.  Bardin.  Mr.  Chairman,  I  am  Wayne  Bardin,  president  of  the 
Endocrine  Society. 

Senator  Inouye.  I  am  sorry.  It  is  Dr.  Bardin.  You  worked  for 
that  degree,  sir,  and  recognition. 

Dr.  Bardin.  I  am — thank  you,  Mr.  Chairman. 

I  am  president  of  the  Endocrine  Society,  an  organization  which 
represents  more  than  7,600  physicians  and  scientists.  The  Endo- 
crine Society  is  the  largest  organization  in  the  world  that  deals 
with  hormones  and  the  clinicians  that  practice  endocrinology. 

Endocrinology  is  the  field  of  science  concerned  with  hormones 
and  diseases  of  the  endocrine  system.  Through  research,  we  know 
that  hormones  control  some  of  the  essential  functions  of  life  itself, 
how  we  think,  resist  infection,  regulate  blood  pressure,  utilize  the 
energy  from  food,  cope  with  stress,  and  resist  diseases  which  range 
from  cancer  to  arthritis. 

This  testimony  will  focus  on  how  major  advances  in  endocrinol- 
ogy can  improve  the  quality  of  human  life  and  the  opportunity  for 
reducing  health  care  costs. 

The  funding  for  the  majority  of  endocrine  research  at  the  Na- 
tional Institutes  of  Health  comes  from  NICHD  and  NIDDK. 
NICHD  provides  scientific  support  to  families  and  children,  with 
particular  emphasis  on  infertility  and  contraception. 
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The  use  of  modem  contraceptives  has  provided  women  control 
over  their  lives  for  the  first  time.  Despite  this  advance,  10  percent 
of  adolescent  females  will  become  pregnant  each  year. 

The  cost  for  these  pregnancies  to  the  U.S.  Government  is  $34  bil- 
lion a  year.  Only  $10  million,  however,  is  spent  on  research  to 
avert  unwanted  pregnancy.  Mr.  Chairman,  this  is  an  underfunded 
area. 

Senator  INOUYE.  How  much  did  you  say? 

Dr.  Bardin.  It  is  $34  billion. 

Senator  iNOUYE.  It  is  $34  billion? 

Dr.  Bardin.  It  is  $34  billion  versus — that  is  to  care  for  the  chil- 
dren of—just  of  teenage  pregnancies.  It  is  only  the  costs  just  for  the 
Federal  Government,  not  the  State  governments.  So — and  there  is 
$10  million  to  avert  this,  to  try  to  avert  this  epidemic. 

Another  opportunity  at  NICHD  is  to  support  the  research  on  fe- 
male barrier  methods  that  will  protect  women,  not  only  against 
pregnancy,  but  against  sexually  transmitted  disease,  including 
HIV. 

And  it  is  really  the  only  prevention  that  is  likely  to  work  at  any 
time  in  this  century.  At  present,  women  must  utilize  condoms, 
something  used  by  men,  to  prevent  these  infections. 

The  Endocrine  Society  joins  with  the  Friends  of  NICHD  Coalition 
in  recommending  an  appropriation  of  $775  million. 

Turning  to  NIDDK,  this  Institute  supports  research  that  should 
result — that  results  in  ways  to  reduce  the  incidence  of  breast  and 
prostate  cancers,  just  as  hormonal  contraception  has  reduced  the 
incidence  of  ovarian  and  uterine  cancers,  a  major  example  in  reduc- 
tion of  health  care  cost  through  research. 

Hip  fractures  in  the  25  million  Americans  with  osteoporosis  costs 
more  than  $10  billion  each  year.  Research  to  identify  patients 
needing  better  hormone  treatment  will  markedly  reduce  the  cost  of 
caring  for  these  patients. 

Another  example  of  cost  reduction  through  research  is  a  study  in- 
dicating that  careful  control  of  blood  sugar  can  reduce  the  risk  of 
life-threatening  complications  in  diabetes  by  75  percent.  Research 
is  needed  to  help  realize  these  cost  benefits. 

The  Endocrine  Society  and  the  NIDDK  coalition  recommend  an 
appropriation  of  $798  million.  We  also  support  an  increase  of  the 
NIH  budget  to  $11.95  billion. 

The  new  technologies  developed  by  this  research  will  result  in 
new  opportunities  for  industry.  It  will  create  new  jobs.  And  it  will 
make  America  more  competitive. 

In  this  testimony,  I  have  illustrated  how  long-term  investments 
will  reduce  treatment  costs  later.  The  best  reason,  however,  to  in- 
vest in  medical  research  remains  the  most  fundamental:  It  reduces 
human  suffering.  And  it  improves  the  quality  of  human  life. 

Mr.  Chairman,  I  appreciate  being  able  to  appear  before  you 
today. 

Senator  Inouye.  Doctor,  you  spoke  of  a  barrier  to  prevent  un- 
wanted pregnancies  and  HIV  infection. 

Dr.  Bardin.  Yes;  it  will  be 

Senator  Inouye.  How  does  jthat  work? 

Dr.  Bardin.  It  will  be  a  contraceptive 

Senator  Inouye.  Oh,  OK. 
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Dr.  Bardin  [continuing].  That  will — that  a  woman  will  use  in  the 
vagina.  But  it  will  also  block  the  trojan  horse  cells  that  carry  the 
HIV  virus  into  the  woman  and  prevent  them  from  binding  to  the 
lining  of  the — of  either  the  uterus  or  the  vagina,  and  block  the 
transmission  of  the  virus  into  those  cells  from  the  ljrmphoc3rtes  and 
macrophages  that  carry  the  virus  into  the  woman's  body  from  the 
man. 

Senator  Inouye.  At  what  stage  are  you  in  this  research? 

Dr.  Bardin.  We  hope  that  clinical  trials  on  this  will  begin  this 
year. 

Senator  iNOUYE.  And  the  $10  million  that  you  spoke  of  to  ad- 
dress the  $34  billion  problem,  what  is  that  going  to  be  used  for? 

Dr.  Bardin.  Well,  we  believe  that  will  be  aimed  at  developing 
new  contraceptives  that  will  address  the  needs  of  teenagers  and 
underserved  people  in  our  society  who  do  not  have  a  contraceptive 
that  is  suitable  for  them. 

In  addition,  however,  we  really  need  much  more  than  this.  And 
a  major  part  of  it  needs  to  be  put  into  educational  programs  that 
will  really  point  out  to  young  women  the  enormous  problems  they 
pose  for  themselves  if  they  become  pregnant. 

Senator  iNOUYE.  Where  did  you  get  those  numbers,  the  $34  bil- 
lion? 

Dr.  Bardin.  The  $34  billion  number 

Senator  iNOUYE.  That  is  the  first  time  I  have  heard  that. 

Dr.  Bardin.  It  is  a  number  that  was  put  together  by  a  research 
organization  here  in  Washington.  They  are  1990  numbers.  And 
these  are  numbers  that  are  estimated  for  public  assistance,  food 
stamps,  and  Medicare  costs  just  for  pregnant  teenagers. 

PREPARED  STATEMENT 

I  can  get  you  a  copy  of  that  report.  It  staggered  me  when  I  read 
it.  I  knew  the  costs  must  be  big,  but  I  did  not  realize  that  it  was 
this  large. 

There  will  be  an  update  of  this  study  provided  by  the  Robin  Hood 
Foundation  in  New  York,  who  is  undertaking  an  update,  and  to 
look  at  the  total  health  care  costs,  not  just  the  Federal  Government 
health  care  costs. 

That  study  is  being  put  underway  right  now.  They  have  had  the 
principal  investigator  identified. 

Senator  Inouye.  I  can  assure  you  that  this  committee  and  I,  for 
one,  would  be  most  grateful  if  you  could  share  that  report  with  us. 

Dr.  Bardin.  I  will  certainly  make  it  available  to  you. 

Senator  Inouye.  Thank  you  very  much,  sir. 

[The  statement  follows:] 

Statement  of  C.  Wayne  Bardin,  M.D. 

Chairman  Harkin,  members  of  the  committee,  I  am  Dr.  C.  Wayne  Bardin,  Presi- 
dent of  The  Endocrine  Society,  an  organization  which  represents  more  than  7,600 
physicians  and  scientists.  The  Endocrine  Society  is  the  world's  largest  and  most  ac- 
tive organization  devoted  to  research  on  hormones  and  the  clinical  practice  of  endo- 
crinology. Since  our  founding  in  1916,  the  Society  has  had  a  distingviished  tradition 
of  achievement  in  biomedical  research  in  endocrinology.  Included  in  our  membership 
are  Nobel  Laureates,  members  of  the  National  Academy  of  Sciences,  as  well  as  the 
Institute  of  Medicine,  and  the  Surgeon  General  of  the  United  States. 

Endocrinology  is  the  field  of  science  concerned  with  hormones  and  diseases  of  the 
endocrine  system,  which  includes  the  hormone  secreting  glands  such  as  the  pitui- 
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tary,  thjT-oid,  adrenal,  pancreas,  parathyroid,  ovary  and  testis,  and  the  cells  of  most 
organs,  including  the  Brain,  heart,  lungs,  and  digestive  tract,  which  produce  hor- 
mones. The  hormones  produced  by  the  endocrine  system  are  the  chemical  mes- 
sengers that  regulate  the  functions  of  all  tissues  and  cells.  Thus,  the  science  of  endo- 
crinology is  fundamental  to  the  basic  functioning  of  the  human  body  and  integral 
to  the  practice  of  medicine  for  infants,  children,  adolescents,  and  adults.  Through 
research,  we  know  that  hormones  play  an  important  role  in  how  we  reproduce,  de- 
velop, mature,  and  age.  Fundamental  research  on  the  actions  of  hormones  have  ex- 
plained some  of  the  essential  functions  of  life  itself— how  we  think,  resist  infections, 
regulate  blood  pressure,  utilize  the  energy  derived  from  food,  and  cope  with  stress. 

Since  hormones  have  effects  on  almost  all  organs  of  the  body,  they  sdso  influence 
the  onset  and  course  of  many  diseases.  Thus,  the  field  of  endocrinology  encompasses 
disorders  that  are  among  the  most  common  in  medicine  and  that  have  an  enormous 
impact  on  human  health  and  medical  care  costs.  Hormones  can  not  only  be  used 
to  treat  endocrine  disorders  that  are  difficult  and  debilitating,  but  they  also  play  a 
unique  role  in  the  causation,  manifestation  and  treatment  of  diseases  that  are  at- 
tributed to  other  organ  systems,  and  that  are  major  causes  of  death  and  disability. 
As  a  consequence,  endocrinology  research  holds  hope  for  the  tens  of  millions  of 
Americans  with  diabetes,  osteoporosis,  cardiovascular  disease,  cancer,  arthritis,  in- 
fertility, depression  and  birth  defects. 

There  is  a  long  list  of  NIH  supported  research  breakthroughs  which  have  ex- 
tended the  length  and  improved  the  quality  of  the  lives  of  our  citizens.  The  federal 
investment  in  biomedical  research  is  one  of  the  most  important  reasons  that,  despite 
its  well  documented  problems,  American  health  care  is  the  best  in  the  world.  In  en- 
docrinology, research  has  led  to  the  discovery  of  hormones  and  the  use  of  these  hor- 
monal messengers  for  the  treatment  and  prevention  of  disease.  This  testimony  will 
focus  on  how  major  advances  in  endocrinology  have  improved  the  quality  of  human 
life  and  offer  opportunities  for  reducing  the  costs  of  memcal  care. 

Just  as  the  endocrine  system's  impact  is  spread  throughout  the  body,  endocrine 
research  is  spread  throughout  all  of  the  NIH  Institutes.  The  majority  of  research 
in  endocrinology,  however,  is  conducted  by  two  institutes:  the  National  Institute  for 
Child  Health  and  Human  Development  (NICHD)  and  the  National  Institute  of  Dia- 
betes and  Digestive  and  Kidney  Diseases  (NIDDK). 

Families  are  at  the  center  of  our  society,  and  ensuring  their  welfare  is  a  crucial 
task  for  all  of  us.  Research  funded  by  the  National  Institute  of  Child  Health  and 
Human  Development  provides  the  scientific  basis  to  provide  support  to  families  and 
children.  The  outcome  of  this  research  benefits  a  significant  part  of  the  population 
of  the  United  States. 

Fundamental  research  on  reproduction  has  provided  the  knowledge  base  nec- 
essary to  provide  contraception  and  treat  infertility,  as  well  as  other  disorders  of 
the  reproductive  systems  such  as  precocious  puberty  and  premature  labor. 

Nearly  one  in  five  American  couples  will  seek  treatment  for  infertility  and  85  per- 
cent of  women  and  men  will  use  contraception  during  some  portion  of  their  repro- 
ductive lives.  The  use  of  modem  contraceptives  has  provided  women  control  over 
their  lives  for  the  first  time  in  history;  allowing  them  to  choose  when  to  have  chil- 
dren. In  addition,  hormonal  contraceptives  provide  important  health  benefits  such 
as  reducing  risk  for  uterine  and  ovarian  cancer. 

Despite  these  advances,  10  percent  of  adolescent  females  become  pregnant  each 
year,  and  a  major  portion  of  pregnancies  in  the  U.S.  are  unplanned.  New  research 
on  contraceptives  to  address  these  needs  is  required.  NICHD's  contraceptive  re- 
search centers  and  reproductive  medicine  network  can  make  valuable  contributions 
in  research  and  the  treatment  of  reproductive  problems,  but  so  far  have  not  done 
all  that  they  could  due  to  inadequate  funding. 

Of  particular  importance  at  this  time  are  NICHD  supported  research  programs 
investigating  exciting  new  work  on  female  barrier  methods  that  will  not  only  protect 
women  against  unwanted  pregnancy,  but  against  sexually  transmitted  diseases, 
(STD's)  including  HIV.  Important  advances  have  been  made  towards  the  develop- 
ment of  a  post-coital  or  "morning  after"  pill.  Such  methods  could  prevent  up  to  50 
percent  of  the  unplanned  pregnancies,  too  many  of  which  would  otherwise  result  in 
abortion. 

To  support  this  important  research,  The  Endocrine  Society  is  pleased  to  join  with 
its  colleagues  in  the  Friends  of  NICHD  coalition  in  recommending  a  fiscal  year  1995 
appropriation  of  $775  million.  This  recommendation  supports  the  Professional 
Judgement  Budget  of  the  NICHD,  and  will  provide  for  significant  increases  in  all 
major  programs  at  the  Institute. 

Among  the  more  exciting  areas  of  research,  and  one  in  which  continued  work  is 
vital,  is  on  the  endocrine  aspects  of  cancer.  NIDDK  supported  scientists  are  explor- 
ing linkages  between  the  endocrine  system  and  prevention  and  treatment  of  breast 
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and  prostate  cancer.  This  research  should  result  in  ways  to  reduce  the  incidence  of 
these  cancers  just  as  hormonal  contraception  has  reduced  ovarian  and  uterine  can- 
cer. 

Osteoporosis  affects  as  many  as  25  million  Americans  each  year.  Hip  fractures  re- 
lated to  osteoporosis  alone  cost  the  nation  more  than  $10  billion  each  year.  Addi- 
tional billions  are  spent  to  help  patients  with  osteoporosis  forced  into  nursing  homes 
because  the  disease  has  immobilized  them.  Research  to  identify  patients  at  risk  for 
osteoporosis  and  better  hormone  treatments  will  markedly  reduce  the  cost  of  caring 
for  patients  with  this  disorder. 

Ajiother  recent  example  of  how  research  reduces  loss  of  life,  pain  and  expense  was 
provided  by  the  Diabetes  Control  and  Complications  Trial  (DCCT).  This  study  indi- 
cates that  careful  control  of  blood  sugar  levels  in  diabetics  reduces  the  risk  of  life 
threatening  complications  by  as  much  as  75  percent.  Research  to  help  develop  more 
effective  means  of  achieving  control  of  blood  sugar  will  dramatically  reduce  the  cost 
of  managing  the  complications  of  diabetes. 

In  order  to  maintain  the  excellent  record  of  the  NIDDK,  The  Endocrine  Society 
recommends  an  appropriation  of  $798  million.  We  are  joined  in  this  recommendation 
by  the  many  other  member  organizations  of  the  NIDDK  coalition.  This  11.5  percent 
increase  in  the  NIDDK  would  support  over  2,000  research  projects,  61  research  cen- 
ters, 223  research  career  awards,  and  950  trainees. 

The  Endocrine  Society  is  pleased  with  the  appointment  of  Dr.  Harold  Varmus  to 
direct  the  NIH,  and  concur  with  him  on  the  importance  of  basic  research.  Medical 
science  advances  when  conditions  are  improved  throughout  the  process — from  bench 
to  bedside.  Specific,  disease-focused,  treatment-oriented  research  is  important,  but 
basic  research  still  holds  the  key  to  most  fundamental  advances. 

In  addition  to  providing  the  funding  so  vital  to  basic  research  today,  NIH  funds 
support  the  next  generation  of  medical  scientists  who  will  make  tomorrow's  discov- 
eries. Through  fellowship  grants  to  graduate  students  and  post-doctoral  researchers, 
NIH  funds  provide  vital  support  to  these  young  scientists.  Too  often,  we  see  evi- 
dence of  our  nation's  most  talented  young  people  turning  away  fi-om  science  because 
of  the  financial  uncertainties.  The  experience  gained  from  working  on  NIH  sup- 
ported research  can  help  reverse  that  trend. 

In  order  to  preserve  and  advance  our  nation's  outstanding  record  of  achievement 
in  biomedical  research,  we  are  recommending  $11.95  billion  for  NIH.  This  modest 
9  percent  increase  in  funding  would  allow  NIH  to  fund  at  least  30  percent  of  new 
and  competing  renewal  research  projects  in  fiscal  year  1995.  Investigator-initiated, 
peer-reviewed  research  grants  are  the  heart  and  soul  of  NIH.  In  this  recommenda- 
tion we  join  the  members  of  the  Ad  Hoc  group  for  biomedical  research. 

In  conclusion,  NIH  provides  resources  for  cutting-edge  research  and  funds  for 
training  the  next  generation  of  researchers.  Its  investigations  will  continue  to  iden- 
tify the  mechanisms  of  disease  and  improve  treatment  options.  Development  of  new 
technologies  will  result  in  new  opportunities  for  industry,  provide  jobs  and  improve 
the  competitiveness  of  the  United  States. 

Much  can,  has  and  will  be  said  about  the  virtues  of  biomedical  research.  A  recent 
poll  by  Louis  Harris  shows  that  a  clear  majority  of  Americans  favor  increased  fund- 
ing for  medical  research.  Many  studies  point  out  the  wisdom  of  making  the  long 
term  investment  in  research  which  reduces  treatment  costs  later.  The  best  reason 
to  invest  in  medical  research  though,  remains  the  most  fundamental:  it  reduces 
human  suffering  and  improves  quality  of  life. 

To  summarize  our  specific  recommendations:  The  Endocrine  Society  recommends 
$11.95  billion  for  NIH,  $798  million  for  NIDDK  and  $775  million  for  NICHD. 

On  behalf  of  the  members  of  the  Endocrine  Society,  I  again  thank  you  for  the  op- 
portunity to  present  our  views.  The  scientists  and  clinicians  in  the  Society,  and  the 
patients  they  treat  all  owe  a  debt  of  gratitude  to  Congress  and  to  this  subcomm-"ttee. 
Your  generous  support  of  NIH  has  provided  the  resources  which  have  made  possible 
many  important  advances.  I  hope  we  can  continue  to  count  on  that  support.  I  will 
be  happy  to  answer  any  questions  any  members  of  the  committee  might  have. 

STATEMENT  OF  PEGGY  CLARKE,  PRESIDENT,  THE  AMERICAN  SOCIAL 
HEALTH  ASSOCIATION 

Senator  INOUYE.  And  now,  may  I  call  on  Ms.  Clarke,  represent- 
ing the  American  Social  Health  Association? 

Ms.  Clarke.  Good  afternoon,  Mr.  Chairman. 

I  am  Peggy  Clarke,  the  president  of  the  American  Social  Health 
Association,  which  is  the  only  national  organization  that  is  solely 
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dedicated  to  the  prevention  and  control  of  all  sexually  acquired  dis- 
eases. 

It  is  difficult  not  to  notice  12  million  people.  But  that  many 
Americans,  the  number  of  people  living  in  Virginia,  Maryland,  and 
the  Washington,  DC,  area  combined,  will  contract  a  sexually  trans- 
mitted disease  this  year. 

Yet,  this  epidemic  goes  largely  unnoticed.  We  estimate  that  one 
in  four  Americans  will  contract  a  sexually  transmitted  disease,  or 
an  STD,  sometime  in  their  life. 

Many  STD's  are  sjonptomless,  not  becoming  apparent  until  phys- 
ical damage  has  been  done  or  until  others  have  been  infected  them- 
selves, or  other  people  have  been  infected. 

The  insidious  nature  of  this  asymptomatic  transmission  is  the 
cause  of  many  cases  of  infertility,  ectopic  pregnancy,  cancer,  and 
even  death. 

And  women,  infants,  and  adolescents  are  disproportionately  af- 
fected by  sexually  transmitted  diseases  in  this  country.  And  the 
numbers  keep  skyrocketing. 

Yet,  it  is  only  one  of  these  STD's,  the  HIV  virus,  or  the  virus  that 
causes  AIDS,  that  is  in  the  public's  consciousness  today.  As  a  soci- 
ety, we  would  rather  avert  our  eyes  from  sexually  transmitted  dis- 
eases. 

Historically,  the  United  States  has  addressed  STD's  with  less 
commitment  than  other  countries.  This  fact  is  reflected  in  our  rates 
of  STD  infection,  which  are  the  highest  in  the  industrialized  world. 

In  addition  to  the  physical  and  the  emotional  suffering  that  they 
cause,  all  STD's  take  a  tremendous  toll  on  our  economy. 

For  example,  this  country  spends  an  estimated  $2.4  billion  annu- 
ally on  the  consequences  of  undetected  chlamydia  infection.  The 
cure  for  chlamydia  infection  can  cost  as  little  as  $2.25  per  case. 

Senator  Inouye.  What  infection  is  this? 

Ms.  Clarke.  Chlamydia  infection,  it  is  a  bacterial  infection  that 
affects  4  million  people  annually.  It  is  largely  asymptomatic  in 
women.  And  if  it  goes  untreated,  it  can  result  in  infertility,  ectopic 
pregnancy,  pelvic  inflammatory  disease,  and  many  other  damaging 
implications.  It  affects  young  women,  in  particular. 

Senator  Inouye.  OK. 

Ms.  Clarke.  And  the  inference  from  this  is  very  clear,  I  believe, 
that  prevention  and  early  treatment  work.  Yet,  our  current  preven- 
tion and  control  program  is  not  sufficiently  funded  to  conquer  these 
diseases. 

If  you  adjust  the  dollars  for  inflation,  the  United  States  is  cur- 
rently spending  less  today  on  non-AIDS  STD's  than  we  did  in  1950 
when  we  were  only  or  primarily  concerned  about  the  epidemic  of 
syphilis. 

And  if  we  turn  our  head  from  the  STD  epidemic  today,  it  will 
only  be  larger,  more  expensive,  and  harder  to  ignore  tomorrow. 

This  year.  Congress  can  make  up  for  years  of  nearly  flat  funding 
for  the  STD  program.  For  the  last  three  budget  cycles,  the  STD 
grant  programs  of  the  Centers  for  Disease  Control  and  Prevention 
received  less  than  inflationary  increases. 

Reauthorizing  legislation  finally  passed  by  Congress  in  late  1993 
opens  the  door  for  the  necessary  increases. 
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The  fiscal  year  1995  recommendations  of  the  American  Social 
Health  Association  are  funding  for  the  STD  grant  program  at  CDC 
at  $126  million;  funding  the  CDC's  infertility  prevention  program, 
which  is  focused  on  chlamydia  infection,  at  $25  million;  funding  the 
CDC's  direct  operations  at  $13.8  million;  and  funding  STD  re- 
search, conducted  by  the  National  Institute  of  Allergy  and  Infec- 
tious Diseases,  at  $90  million. 

We  strongly  encourage  you  to  make  1994  the  year  this  Nation  fi- 
nally confronts  its  STD  epidemic,  by  providing  funding  commensu- 
rate with  the  urgency  of  this  public  health  threat. 

Thank  you  for  your  consideration  of  our  views.  And  I  would  be 
pleased  to  answer  any  questions  that  you  have. 

Senator  Inouye.  I  must  confess  that  this  is  the  first  time  I  have 
heard  the  word  chlamydia.  Can  you  describe  that  disease?  I  am  not 
familiar  with  it. 

Ms.  Clarke.  Yes;  actually 

Senator  iNOUYE.  I  come  from  a  generation  where  it  was  just 
syphilis  and  gonorrhea.  So 

Ms.  Clarke.  That  is  right.  Many  people  are  surprised  to  learn, 
not  only  about  the  infection,  but  how  widespread  it  is.  We  have  4 
million  cases,  new  cases,  every  year. 

It  is  a  bacterial  infection  that  is  transmitted  during  sexual  activ- 
ity. It  is  largely  asymptomatic  in  its  early  stages.  So  it  passes  un- 
knowingly from  one  person  to  another.  Aiid  it  has  dramatic  impli- 
cations for  those  infected,  if  it  is  not  identified  early  and  treated 
quickly. 

If  it  is  left  untreated,  it  can  dramatically  affect  a  woman's  repro- 
ductive health  and  her  overall  health.  It  can  cause  physical  harm, 
anguish,  and  a  tremendous  health  care  burden  to  our — in  our  soci- 
ety. 

We  have  very  advanced  screening  techniques  and  very  effective 
treatment  techniques.  So  within  our  reach  is  an  ability  to  not  only 
control,  but  actually  eliminate  this  infection  that  affects  so  many 
people. 

Yet,  we  currently  do  not  have  the  capability  to  implement  a  very 
effective  control  and  intervention  program  for  a  disease  that 
reaches  4  million  people  every  year. 

Senator  iNOUYE.  And  how  does  one  test  themselves  to  find  out? 

Ms.  Clarke.  There  is  a  simple  culture,  or  there  are  a  series  of 
tests  or — excuse  me.  There  are  a  variety  of  tests.  They  are  very 
simple.  They  can  be  done  on  a  routine  basis  during  routine  exams, 
which  would  identify  if  the  infection  occurs. 

If  the  infection  exists,  there  is  new  technology  to  treat  it,  new 
medication  to  treat  it  that  in  one  pill  can  eliminate  the  infection 
forever. 

Senator  Inouye.  One  pill? 

Ms.  Clarke.  Yes;  it  is  quite 

Senator  iNOUYE.  That  is  a  silver  bullet.  [Laughter.] 

Ms.  Clarke.  In  fact,  we  are — we  believe  that  there  is  much  that 
can  be  done  now  that  is  very  positive  that  not  only  contributes  to 
preventing  and  controlling  the  STD  epidemic,  but  also 

Senator  Inouye.  Are  all  gynecologists  knowledgeable  of  this? 
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Ms.  Clarke.  In  fact,  one  of  our  largest  problems  is  creating 
awareness  and  enhancing  the  skills  of  gynecologists  to  introduce 
this  as  a  routine  course  in  their  care  for  their  patients. 

Chlamydia  screening  if  it  were  introduced  and  practiced  at  the 
same  pattern  that  PAP  smears  are  would  have  a  dramatic  impact 
on  our  public's  health. 

Senator  Inouye.  Well,  live  and  learn.  You  did  not  mention  syphi- 
lis or  gonorrhea  once. 

Ms.  Clarke.  No;  I 

Senator  iNOUYE.  Should  we  be  concerned? 

Ms.  Clarke.  Absolutely.  We  have  in  our  country  nearly  50  syn- 
dromes that  are  transmitted  and/or  acquired  as  sexually  transmit- 
ted diseases. 

Syphilis  and  gonorrhea  are  among  them.  And  they  are,  particu- 
larly syphilis,  experiencing  a  resurgence  among  certain  popu- 
lations. These  are  epidemics  that  should  have  been  eliminated 
years  ago.  We  have  the  technology.  We  need  the  public  will  to  do 
that. 

Senator  Inouye.  What  segments  of  our  society?  You  did  not  iden- 
tify them. 

Ms.  Clarke.  STD's  disproportionately  impact  women  and  adoles- 
cents. And  the  incidence  of  these  diseases  is  much  more  prevalent 
among  people  with  limited  means.  So  in  urban  areas  and  in  rural 
areas,  where  poverty  exists,  many  more  people  are  affected. 

And,  quite  frankly,  the  services  are  unavailable  in  many  of  those 
places  to  adequately  treat  them  with  the  medications  and  treat- 
ments that  we  have  available. 

Senator  iNOUYE.  And  from  what  you  have  testified,  we  have  al- 
most no  educational  programming. 

Ms.  Clarke.  Well,  I  think  that  the  educational  program  is  also 
limited.  I  think  it  is — we  suffer  from  a  cultural  denial  of  these 
epidemics  that  has  allowed  them  to  flourish. 

And  even  today,  when  the  country  is  aware  of  one  of  these  infec- 
tions, HIV,  the  education  for  that  has  not  had  a  significant  influ- 
ence on  the  behavioral  practices,  or  the  reduction  of  other  diseases. 

HIV  occurs  to  an  estimated  40,000  Americans  each  year,  new 
cases.  And  that  is  40,000  of  the  12  million  STD's.  So  HIV  is  hap- 
pening against  the  backdrop  of  many  other  infections  in  this  coun- 
try that  most  people  are  unaware  of. 

Senator  Inouye.  OK.  Well,  I  am  getting  old.  So  this  is  out  of  my 
sphere  of  activity.  [Laughter.] 

But  it  is  dangerous  to  live  nowadays,  is  it  not? 

Ms.  Clarke.  Yes,  sir. 

Senator  iNOUYE.  How  much  are  these  pills,  this  one-time  pill? 

Ms.  Clarke.  The  cost  for  this  new  treatment  is — it  ranges.  And 
the  average  for  it  is  approximately  $20 — $18  to  $20  for  the  treat- 
ment. 

However,  there  is  a  demonstration  project  that  was  conducted  in 
the  Pacific  Northwest  to  try  to  affect  the  incidence  of  this  particu- 
lar disease. 

And  by  arranging  for  bulk  purchase  of  this — of  treatment  for  this 
infection,  they  were  able  to  reduce  the  cost  quite  a  lot,  allow  much 
more  infection  to  be  cured,  and  to  reduce  the  incidence  of  new  in- 
fections by  more  than  50  percent  over  a  3-year  period. 
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So  we  know  that  we  can  intervene  and  that  we  can — ^by  increas- 
ing the  volume  of  medication  acquired,  we  can  influence  its  cost, 
as  well.  And  the  implications  down  the  road  for  the  health  budget 
are  very  dramatic,  not  to  mention  the  impact  on  individual's  lives 
that — as  well,  is  quite  disheartening  and  expensive. 

Senator  INOUYE.  I  thank  you  very  much. 

Ms.  Clarke.  Thank  you. 

Senator  iNOUYE.  You  have  been  most  helpful. 

Ms.  Clarke.  Thank  you. 

Senator  Inouye.  And  I  will  suggest  to  my  colleagues  that  they 
read  this  testimony. 

Ms.  Clarke.  Thank  you. 

[The  statement  follows:] 

Statement  of  Peggy  Clarke 

Good  afternoon  Mr.  Chairman  and  members  of  the  Subcommittee.  I  am  Peggy 
Clarke,  president  of  the  American  Social  Health  Association  (ASHA),  the  only  na- 
tional nonprofit  organization  dedicated  solely  to  the  elimination  of  sexually  trans- 
mitted diseases  (STD's)  through  our  programs  of  education,  research  and  public  pol- 
icy. 

Thank  you  for  this  opportunity  to  testify  on  the  subject  of  fiscal  year  1995  funding 
for  the  STD  prevention  programs  of  the  Centers  for  Disease  Control  and  Prevention 
(CDC)  and  STD  research  conducted  by  the  National  Institute  of  Allergy  and  Infec- 
tious Diseases  (NIAID)  of  the  National  Institutes  of  Health  (NIH). 

Before  outlining  our  fiscal  year  1995  funding  recommendations,  I  would  like  to 
speak  briefly  about  why  increased  funding  for  these  programs  is  so  vitally  important 
and  why  STD  funding  should  be  a  priority  in  fiscal  year  1995. 

Combatting  an  epidemic  that  affects  12  million  Americans  each  year  should  be  a 
national  priority.  That's  right.  Twelve  million  Americans  will  contract  an  STD — 
syphilis,  gonorrhea,  chlamydia  or  herpes  to  name  just  a  few — this  year.  That's 
33,000  people  every  day.  It  is  now  estimated  that  one  in  four  Americans  will  con- 
tract an  STD  some  time  during  their  lives. 

As  alarming  as  these  figures  are,  the  impact  of  STD's  on  individuals  is  worse: 

Women  suffer  the  most  serious  consequences  of  these  diseases.  A  high  percentage 
of  pelvic  inflammatory  disease  (PID),  potentially  fatal  ectopic  pregnancy,  infertility 
and  cervical  cancer  are  caused  by  STD's. 

Two-thirds  of  STD  cases  occur  in  people  younger  than  25,  making  our  adolescents 
and  young  adults  susceptible  to  lifelong  complications. 

Even  infants  are  at  risk.  Bom  with  low  birth  weight,  mental  retardation,  pneu- 
monia and  eye  infections,  babies  bom  to  mothers  with  an  STD  start  life  at  a  serious 
disadvantage. 

The  need  to  control  the  spread  of  AIDS  is  another  good  reason  to  make  funding 
for  STD  programs  a  priority.  There  is  a  three-  to  five-fold  increase  in  risk  of  HIV 
transmission  in  the  presence  of  other  STD's.  We  can't  vaccinate  against  AIDS  and 
we  can't  cure  AIDS,  but  we  do  know  that  by  preventing  a  person  from  getting  an 
STD,  we  may  prevent  that  person  from  acquiring  HIV. 

Finally,  spending  a  small  amount  on  preventing  STD's  pays  large  dividends.  It 
is  estimated  that  this  country  spends  $2.4  billion  annually  on  the  treatment  of 
chlamydia  and  the  complications  it  causes.  But  if  detected  in  its  early  stages,  the 
cure  for  chlamydia  can  cost  as  little  as  $2.25  per  case.  CDC  has  analyses  that  dem- 
onstrate over  and  over  that  treating  the  consequences  of  STD's — pelvic  inflam- 
matory disease,  infertility,  neonatal  eye  infections  and  pneumonia,  etc. — is  far  more 
expensive  than  investing  in  prevention. 

All  of  these  are  good  reasons  to  increase  funding  for  STD  programs  and  research. 
But  this  year  there  is  an  added  impetus:  the  need  to  make  up  for  chronic 
underfiinding  over  the  past  three  years.  As  an  unauthorized  program  for  the  last 
three  budget  cycles,  the  STD  programs  of  the  CDC  received  less  than  inflationary 
increases.  At  a  time  when  STD  incidence  has  skyrocketed  among  adolescents  and 
in  some  regions  of  the  country,  and  there  is  clear  evidence  that  STD's  increase  sus- 
ceptibility to  HIV/AIDS  transmission,  flat  funding  has  seriously  compromised  CDC's 
ability  to  combat  the  STD  epidemic.  For  example,  CDC  estimates  that  as  many  as 
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25  percent  of  people  showing  up  for  STD  services  at  public  health  clinics  are  turned 
away  for  lack  of  available  services. 

Fortunately,  reauthorizing  legislation  finally  passed  Confess  in  late  1993.  At 
last,  Congress  can  proceed  to  make  up  for  years  of  flat  funding.  This  year  must  be 
this  program's  turn  for  priority  consideration. 

Funding  for  the  CDC  s  STD  programs  supports  STD  prevention  activities  by  state 
and  local  health  departments  as  well  as  community  based  organizations.  Surveil- 
lance, notification  oi  partners  so  they  can  also  obtain  treatment,  clinician  training, 
education  and  counseling  are  just  a  few  of  the  vital  STD  prevention  activities  sup- 
ported by  CDC  grants  to  states. 

For  fiscal  year  1995,  our  recommendations  for  the  CDC's  STD  programs  are  bro- 
ken down  by  appropriations  line  items: 

For  the  STD  grant  programs  of  the  CDC,  we  recommend  funding  at  $126  million, 
$48  million  above  the  amount  appropriated  for  fiscal  year  1994.  We  recognize  that 
a  62  percent  increase  is  a  lot  to  ask  in  these  days  of  freezes  and  deficit  reduction 
efforts,  but  again,  we  must  make  up  for  three  years  of  flat  funding.  The  additional 
funding  is  urgently  needed  to:  restore  funding  for  ongoing  STD  programs  to  levels 
commensurate  with  the  epidemic;  provide  grants  to  states  so  they  can  implement 
the  CDC's  innovative  Accelerated  Prevention  Campaign;  continue  expansion  of 
CDC's  successful  efforts  to  reduce  syphilis  and  congenital  syphilis  incidence;  build 
research  capacity  and  conduct  research  that  will  determine  which  programs  are  suc- 
cessful and  cost-effective  in  preventing  STD's;  and  to  support  a  demonstration 
project  that  would  provide  increased  medical  school  training  in  STD  diagnosis  and 
treatment.  With  health  care  reform,  it  is  anticipated  that  much  STD  treatment  will 
move  from  specialized  clinics  to  primary  care  providers.  Thus,  it  is  vitally  important 
to  include  comprehensive  STD  training  in  every  medical  school  curriculum. 

For  the  CDC's  separately  authorized  infertility  prevention  program  focused  on 
screening  and  treatment  for  chlamydia,  a  disease  infecting  four  nullion  Americans 
each  year,  we  recommend  $25  million,  the  level  authorized  by  Congress  in  1992. 
Our  fiscal  year  1995  recommendation  is  $16.7  million  above  the  $8.3  million  appro- 
priated in  fiscal  year  1994. 

It  is  estimated  that  $90  million  would  be  required  to  implement  the  national  pro- 
gram envisioned  by  Congress.  However,  because  of  funding  constraints,  CDC  has 
taken  an  incremental  approach  to  implementing  the  program.  Unfortunately,  the 
longer  national  implementation  is  delayed,  the  more  expensive  the  program  becomes 
because  more  people  are  infected  and  a  federal  dollar  buys  less  with  each  passing 
year. 

Fiscal  year  1995  funding  at  $25  million  would  allow  CDC  to  expand  services  in 
four  CDC  regions,  would  allow  three  additional  regions  to  begin  providing  services 
and  would  allow  development  of  program  infi-astructure  in  the  remaining  three  re- 
gions. By  providing  STD  prevention,  screening  and  treatment  services  focused  on 
reaching  women  in  innovative  settings,  such  as  family  planning  clinics,  migrant 
health  centers  and  adolescent  clinics,  this  program  has  proven  remarkably  effective 
in  reducing  chlamydia  rates  as  much  as  50  percent  in  a  very  short  time. 

Finally,  for  the  CDC's  direct  operations,  we  recommend  $13.8  million.  This  $.5 
milUon  increase  over  fiscal  year  1994  is  needed  to  restore  eroded  salary  and  pro- 
grammatic support  for  CDC's  STD  operations. 

In  sum,  we  request  a  total  of  $164.8  million  for  the  CDC's  STD  programs  in  fiscal 
year  1995,  $64.8  million  above  the  President's  request. 

STD  research  conducted  by  NIH  provides  our  public  health  system  with  the  tools 
it  needs  to  effectively  combat  the  STD  epidemic.  Advances  are  being  made.  For  ex- 
ample, a  simpler,  less  invasive  and  cheaper  test  for  chlamydia  was  recently  an- 
nounced. Combined  with  the  new  one-dose  treatment,  we  finally  have  an  effective 
approach  for  combatting  chlamydia.  However,  much  remains  to  be  done.  Better 
diagnostics  and  treatments,  as  well  as  prevention  and  behavior  modification  strate- 
gies, are  needed  for  the  full  range  of  both  bacterial  and  viral  STD's. 

Our  recommendation  for  STD  research  conducted  by  the  NIH  is  $70  million,  an 
increase  of  $16  million  (30  percent)  over  fiscal  year  1994.  Funding  at  this  level 
would  allow  increased  research  on  pelvic  inflammatory  disease,  STD  vaccines,  ado- 
lescents and  STD's,  effective  behavioral  interventions  and  other  critical  areas.  One 
area  of  research  that  shows  particular  promise  is  development  of  topical 
microbicides  that  prevent  the  spread  of  STD's.  NIH  needs  additional  funding  to  fa- 
cilitate development  and  licensing  of  these  products. 

The  President's  budget  has  recommended  a  significant  increase  for  AIDS  research 
conducted  by  NIAID.  We  strongly  encourage  this  subcommittee  to  provide  increased 
funding  for  NIAID  that  is  sufficient  to  allow  aggressive  research  on  both  AIDS  and 
related  STD's.  Both  AIDS  and  STD  prevention  efforts  would  benefit  from  increased 
attention  to  STD  research. 
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Please  work  with  ASHA  and  members  of  the  STD  Coalition  to  make  1994  the  year 
this  nation  finally  confronts  its  STD  epidemic.  For  the  sake  of  our  vulnerable 
women,  adolescents  and  infants,  we  must  allocate  resources  to  this  epidemic  com- 
mensurate with  the  physical  and  emotional  devastation  it  causes. 

Thank  you  for  your  consideration  of  our  views.  I  would  be  pleased  to  answer  any 
questions. 

Summary  of  Recommendations: 

[In  millions  of  dollars] 

Fiscal  year — 


1994 


1995  rec- 
ommendation 


CDC  STD  Programs — Appropriations  line  item: 

CDC's  STD  grant  programs  $78.1  $126.0 

Infertility  prevention  program  focused  on  chlamydia  8.3  25.0 

Direct  operations 13.3  13.8 

Total 99.7  164.8 


NIHSTD  research 53J 70.0 

STATEMENT   OF   FERNANDO   TREVINO,   EXECUTIVE   DIRECTOR,   THE 
AMERICAN  PUBLIC  HEALTH  ASSOCIATION 

Senator  INOUYE.  Dr.  Trevino,  did  you  know  anything  about 
chlamydia? 

Dr.  Trevino.  Yes;  you  are  going  to  hear  a  little  bit  more  about 
it  in  just  a  second.  [Laughter.] 

I  thank  you,  Mr.  Chairman,  for  the  concern  you  have  exhibited 
today  for  the  health  of  America.  We  appreciate  your  patience  in  sit- 
ting through  all  of  these  different  testimonies. 

My  name  is  Fernando  Trevino.  And  I  am  the  executive  director 
of  the  American  Public  Health  Association  which,  you  may  know, 
is  the  oldest  and  largest  public  health  society  in  the  world. 

And  we  are  very  much  appreciative  of  having  this  opportunity  to 
appear  before  you  today  to  discuss  public  health  funding. 

We  were  disappointed  to  see  that  the  President's  fiscal  year  1995 
budget  is  proposing  almost  no  increases  in  public  health  funding. 

Indeed,  if  this  budget  is  implemented,  most  of  the  programs  will 
not  keep  pace  with  inflation.  And  the  public  health  work  force  will 
be  significantly  reduced. 

Given  the  time  and  space  constraints,  we  will  only  discuss  a  few 
programs  which  are  funded  through  the  Centers  for  Disease  Con- 
trol and  Prevention  that  are  of  great  interest  to  the  public  health 
community. 

Senator  iNOUYE.  You  can  have  the  whole  afternoon,  if  you  want 
it.  [Laughter.] 

Dr.  Trevino.  I  would  not  do  that  to  you.  You  have  had  enough. 
[Laughter.] 

At  a  minimum  though,  it  is  our  belief  that  the  Centers  for  Dis- 
ease Control  and  Prevention  should  receive  $2.5  billion  this  fiscal 
year. 

Secretary  Shalala  speaks  about  breast  cancer  as  an  administra- 
tion priority,  but  the  budget  does  not  provide  1  penny  more  for  the 
program  that  enables  thousands  of  women  annually  to  be  screened 
for  this  life-threatening  disease. 
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Breast  and  cervical  cancer  will  kill  more  than  one-half  million 
women  in  the  1990's,  even  though  most  cervical  cancer  deaths 
could  be  prevented.  And  breast  cancer  mortality  could  be  reduced 
30  to  50  percent  with  early  detection. 

At  present,  only  18  States  now  have  comprehensive  breast  and 
cervical  cancer  mortality  prevention  programs.  The  Centers  for  Dis- 
ease Control  needs  $200  million  in  fiscal  year  1995  to  move  toward 
a  national  program. 

The  administration  agrees  that  injury  disproportionately  impacts 
our  children,  youth,  and  young  adults.  Injury  is  the  leading  cause 
of  death  for  Americans  ages  1  to  44.  And  every  day,  60  children  die 
from  injury.  That  is  almost  three  children  every  hour. 

Yet,  the  same  administration  that  puts  a  high  priority  on  chil- 
dren's programs  such  as  Head  Start  and  the  Childhood  Immuniza- 
tion Program,  offers  no  increased  funding  for  childhood  injury  pre- 
vention. 

We  urge  you  to  fund  CDC's  Center  for  Injury  Prevention  and 
Control  at  $85  million  in  fiscal  year  1995. 

Diabetes  is  the  seventh  leading  cause  of  death  in  the  United 
States,  contributing  to  300,000  deaths  per  year.  About  14  million 
Americans  have  diabetes,  but  6  million  of  them  are  not  even  aware 
that  they  have  the  disease. 

This  administration  knows  that  diabetic  eye  disease  is  the  single 
greatest  cause  of  blindness  in  working-age  Americans.  Early  diag- 
nosis and  treatment  could  prevent  at  least  24,000  new  cases  of 
blindness  and  save  over  $167  million  annually. 

Diabetic  lower  extremity  disease  causes  54,000  leg,  foot,  and  toe 
amputations  each  year  among  adult  Americans.  Good  foot  care 
could  reduce  amputations  by  more  than  50  percent,  saving  over 
$600  million  a  year  just  in  hospital  costs. 

I  know  that  you  have  heard  it  said  before,  but  funding  programs 
that  produce  results  like  these  is  not  spending.  It  is  not  spending. 
It  is  an  investment  with  a  substantial  return. 

Our  association  gratefully  acknowledges  last  year's  efforts  by 
members  of  this  subcommittee  to  increase  resources  for  diabetes 
prevention  and  control.  And  we  urge  you  to  fund  CDC's  Diabetes 
Translation  Program  at  $60  million  in  fiscal  year  1995. 

Only  38  States  now  receive  CDC  support  for  their  diabetes  pro- 
grams. Even  in  these  States,  the  level  of  support  is  adequate  only 
in  selected  localities. 

The  administration  has  not  requested  any  additional  funding  for 
this  program.  And  we  believe  that  we  need  to  impact  on  this  if  we 
are  serious  about  controlling  diabetes. 

The  administration's  budget  correctly  identifies  STD's  as  one  of 
the  most  critical  health  challenges  facing  the  United  States.  It 
points  out  particularly  high  rates  of  STD's  in  adolescents  and 
young  adults,  and  speaks  about  the  severe  consequences  for  women 
and  infants,  and  the  impact  that  these  diseases  have,  also,  in  HIV 
transmission. 

It  speaks  to  our  ability  to  prevent  and  control  STD's.  Yet,  the 
budget  does  not  provide  any  new  funds  to  tackle  the  STD  epidemic. 

And  10,000  cases  of  female  infertility,  attributable  to  STD's, 
could  be  averted  each  year  by  an  adequately  funded  nationwide  in- 
fertility prevention  program. 
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Thousands  of  infants  are  bom  each  year  with  congenital  syphilis, 
putting  them  at  risk  for  primary  disability,  including  severe  mental 
retardation.  Many  of  these  cases  could  be  prevented  by  investing 
in  the  CDC's  program. 

The  APHA  supports  an  appropriation  of  $280  million  to  enhance 
CDC's  prevention  and  control  activities  in  the  areas  of  congenital 
syphilis,  chlamydia,  genital  herpes,  and  resistant  gonorrhea. 

Lead  is  now  recognized  as  the  most  common  environmental  dis- 
ease among  children.  Without  this  subcommittee's  support,  thou- 
sands of  our  children  would  not  have  been  screened  for  elevated 
lead  levels  and  been  assured  of  medical  referring  and  environ- 
mental intervention. 

But  much  more  can  and  must  be  done.  Lead  poisoning  is  pre- 
ventable. And  much  more — and  in  keeping  with  the  administra- 
tion's commitment  to  improving  the  health  status  of  our  children, 
we  urge  you  to  fully  fund  this  program. 

The  APHA  supports  an  appropriation  of  $50  million  in  fiscal  year 
1995  for  CDC's  lead  poisoning  prevention  program  in  order  to  im- 
plement the  strategic  plan  for  the  elimination  of  childhood  lead  poi- 
soning. 

In  the  absence  of  a  vaccine  or  other  cure,  our  only  means  of  slow- 
ing or  stopping  the  spread  of  HIV  infection  are  education,  risk  re- 
duction, and  prevention  programs  that  teach  people  how  not  to 
transmit  or  become  infected  with  a  virus. 

The  administration  speaks  of  AIDS  as  a  priority,  but  neglects  to 
provide  any  additional  funds  for  CDC's  AIDS  prevention  programs. 
Our  association  urges  you  to  increase  CDC's  HIV/AIDS  prevention 
program  by  $95  million  in  fiscal  year  1995. 

iAoid  in  closing,  I  want  to  express  our  appreciation  to  this  sub- 
committee for  your  past  efforts  on  behalf  of  public  health  and  pre- 
vention. 

Many  of  the  gains  we  made  in  the  decade  would  not  have  oc- 
curred without  your  support.  We  need  your  support  once  again.  We 
have  the  tools  to  make  great  strides  in  diabetes,  breast  and  cervical 
cancer,  injury  control,  and  tuberculosis,  to  mention  only  a  few. 

The  goal  of  health  care  for  all  can  and  must  be  achieved.  And 
we  call  on  your  support.  And  thank  you. 

Senator  INOUYE.  Well,  I  thank  you  very  much,  Dr.  Trevino.  Your 
statistics  are  at  the  same  time  frightening,  but  also  bring  about 
some  optimism  that  it  can  be  done. 

Dr.  Trevino.  We  can.  You  have  heard  a  lot  about  the  need  for 
research.  And  certainly,  we  have  made  great  strides 

Senator  iNOUYE.  Yes. 

Dr.  Trevino  [continuing].  Thanks  to  the  funding  that  has  gone 
into  that.  But  we  know  enough  now  that  we — it  is  important  that 
we  also  implement  our  current  state  of  knowledge.  And  there  are 
many  diseases  that  we  can  intervene  with  effectively  or  prevent. 
And  I  think  you  spoke  to  that  quite  eloquently  earlier. 

Senator  Inouye.  I  am  a  firm  believer  of  the  public  health  service. 
The  first  time  I  received  the  services  of  a  physician  was  when  I 
was  10  years  old.  Before  then,  the  only  person  I  saw,  a  profes- 
sional, was  a  public  health  nurse. 

Dr.  Trevino.  That  is  right. 
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Senator  Inouye.  I  saw  a  public  health  nurse  at  least  twice  a 
year.  She  looked  into  my  eyes,  my  ears,  my  nose,  my  mouth,  and 
everything  else.  And  I  got  along.  [Laughter.] 

At  the  age  of  10,  she  says,  "You  had  better  get  your  tonsils  taken 
out." 

In  fact,  it  was  a  public  health  nurse  that  saved  my  brother  from 
a  life  of  hell.  He  had  a  birth  defect.  The  septum  under  his  tongue 
was  extended  to  the  tip.  So  he  could  not  talk.  The  tongue  did  not 
wag. 

And  we  just  assumed  he  was  retarded.  The  public  health  nurse 
on  the  first  day  of  school,  looking  through  the  ears,  the  nose — 
"Open  your  mouth."  She  said,  "Uh-oh." 

That  afternoon,  they  just  snipped  it.  He  became  the  chief  of  the 
cheerleaders  in  the  high  school.  [Laughter.] 

He  got  a  graduate  degree.  The  public  health  nurse  did  that.  And 
so  I  can  assure  you  that  my  family  owes  a  lot  to  this  public  health 
service.  And  if  anything,  it  is  payback  time.  We  will  do  our  best. 

Dr.  Trevino.  Thank  you  very  much,  ]Mr.  Chairman. 

Senator  Inouye.  And  to  all  of  you,  I  thank  you  for  your  patience, 
waiting  all  of  these  hours.  But  I  have  a  policy  here.  I  disregard  the 
3-minute  rule.  That  is  why  we  do  not  have  the  lights  here. 

Dr.  Trevino.  Thank  you.  [Laughter.] 

Senator  iNOUYE.  And  if  you  really  wanted  to  talk  for  one-half  an 
hour,  I  would  be  sitting  here.  I  may  not  be  too  happy  about  it, 
but — [laughter.] 

SUBCOMMITTEE  RECESS 

Thank  you.  The  subcommittee  will  stand  in  recess  until  9:30 
a.m.,  Thursday,  March  3,  when  we  will  meet  in  SD-192  to  hear 
testimony  from  additional  witnesses. 

[Whereupon,  at  5:30  p.m.,  Wednesday,  ]VIarch  2,  the  subcommit- 
tee was  recessed,  to  reconvene  at  9:30  a.m.,  Thursday,  March  3.] 


DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  AND  EDUCATION,  AND 
RELATED  AGENCIES  APPROPRIATIONS  FOR 
FISCAL  YEAR  1995 


THURSDAY,  MARCH  3,  1994 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 

The  subcommittee  met  at  9:36  a.m.,  in  room  SD-192,  Dirksen 
Senate  Office  Building,  Hon.  Herb  Kohl  presiding. 
Present:  Senator  Kohl. 

NONDEPARTMENTAL  WITNESSES 

opening  remarks  of  senator  kohl 

Senator  Kohl.  This  hearing  will  come  to  order. 

Welcome  to  the  Senate  Committee  on  Appropriations  public  wit- 
ness hearing  for  the  Subcommittee  on  Labor,  Health  and  Human 
Services,  and  Education,  and  Related  Agencies.  This  is  the  third 
day  of  hearings  on  the  fiscal  year  1995  budget  for  our  subcommit- 
tee. 

In  order  to  keep  on  schedule  we  will  use  the  red  light/green  light 
system  which  will  give  each  witness  3  minutes  to  summarize  the 
key  points  of  their  statement.  The  yellow  warning  light  will  go  on 
when  you  have  1  minute  remaining.  When  the  red  light  goes  on  I 
will  request  that  the  witnesses  complete  their  statements.  This  sys- 
tem will  ensure  that  everyone  gets  a  fair  chance  and  an  equal 
chance  to  address  this  subcommittee. 

Today,  we  will  hear  witnesses  on  a  number  of  programs  that  are 
funded  by  this  subcommittee.  Before  beginning  today's  hearings,  let 
me  briefly  discuss  the  serious  and  severe  budgetary  problems  that 
face  this  subcommittee. 

The  reconciliation  bill  passed  last  year  essentially  freezes  these 
discretionary  outlays  over  the  next  5  years.  Fiscal  1995  outlays  are 
actually  less  than  total  outlays  for  fiscal  year  1993.  That  means 
that  as  far  as  discretionary  spending  is  concerned  we  are  in  a  zero 
sum  situation. 

The  mathematics  are  not  hard  to  understand.  For  every  program 
dollar  that  we  add,  we  have  to  subtract  from  somewhere  else.  And 
we  are  not  even  talking  about  inflationary  growth.  In  fact,  discre- 
tionary outlays  are  $62  billion  less  than  what  we  need  just  to 
match  inflation. 
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Our  subcommittee  in  particular  faces  a  serious  outlay  crisis  for 
next  year.  The  budget  includes  just  $730  million  for  the  Low-In- 
come Home  Energy  Assistance  Program  known  as  LIHEAP,  a  $707 
million  decrease  from  fiscal  1994  level.  Because  LIHEAP  is  a  pro- 
gram with  a  high  spend-out  rate,  restoring  that  program  to  fiscal 
1994  levels  would  require  us  to  find  another  $650  million  in  outlay 
savings. 

Further  squeezing  outlays  is  an  administration  proposal  to  delay 
approximately  $300  million  in  obligations  in  the  Department  of 
Health  and  Human  Services  budget.  In  addition,  the  budget  pro- 
poses a  pause  in  indirect  cost  payments  to  universities  and  other 
research  institutions  at  fiscal  1994  levels,  accounting  for  outlay 
savings  totaling  $60  to  $80  million. 

Combined,  these  three  proposals  create  a  $1  billion  outlay  prob- 
lem. That  is  a  budgetary  crisis,  indeed,  for  this  subcommittee.  So 
if  we  fail  to  get  the  necessary  allocation  we  will  be  forced  to  make 
some  tough  choices.  I  hope  the  testimony  that  will  be  presented 
today  to  this  subcommittee  and  also  over  the  next  few  weeks  will 
help  us  in  making  some  of  these  tough  decisions. 

STATEMENT  OF  SCOTT  A-  NEITZEL,  COMMISSIONER,  NATIONAL  ASSO- 
CIATION OF  REGULATORY  UTILITY  COMMISSIONERS 

Senator  KoHL.  In  the  interests  of  time,  I  will  request  that  several 
witnesses  come  to  the  table  at  the  same  time.  And  so  for  our  first 
panel  I  would  like  to  call  to  the  table  at  this  time  Scott  Neitzel, 
Wallace  Zeddun,  Dennis  Kelley,  Terry  Murphy,  and  Annette  John- 
ston, all  of  whom  will  be  testifying  concerning  the  LIHEAP  Pro- 
gram. 

Welcome  to  our  subcommittee,  my  friends,  and  we  will  now  ask 
Mr.  Neitzel  if  he  would  like  to  proceed. 

Mr.  Neitzel.  Thank  you.  Senator.  Just  let  me  express  our  appre- 
ciation for  your  past  support  on  this  and  other  programs.  I  guess 
the  question  before  the  committee  is  why  is  LIHEAP  valuable.  Why 
should  it  be  funded  in  the  future  given  the  funding  constraints  that 
your  committee  faces?  And  I  think  the  point  that  I  would  like  to 
leave  you  with  is  that  LIHEAP  is  a  program  which  addresses  and 
is  complementary  and  helps  implement  a  number  of  other  policy 
objectives.  Let  me  tell  you  what  I  think  those  are. 

I  think,  one,  it  is  a  program  that  helps  keep  the  working  poor 
from  receiving  or  falling  into  total  Government  assistance;  two,  it 
allows  our  elderly  citizens  to  stay  in  their  own  homes;  three,  it  can 
also  help  to  mitigate  the  impacts  of  the  transition  to  a  competitive 
energy  market.  What  we  have  seen  as  industries  move  from  regula- 
tion to  competition  is  that  while  the  industries  become  more  effi- 
cient, what  we  see  is  the  bills  of  customers  with  choices  go  down, 
and  the  bills  of  customers  without  choices  go  up.  We  have  seen  it 
on  telephone,  we  have  seen  it  on  natural  gas,  I  would  expect  we 
would  see  the  same  thing  on  electricity. 

So  at  the  same  time  we  are  trying  to  move  to  competitive  energy 
markets  I  think  we  have  to  be  realistic  about  the  impacts  on  those 
customers  that  do  not  have  choices,  and  LIHEAP  customers  are 
really  the  most  vulnerable  and  the  most  captive  customers  that 
will  be  pa3dng  these  higher  costs. 
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The  fourth  objective  of  any  Government  program,  I  believe,  is 
that  it  should  be  efficiently  run.  And  I  believe  that  LIHEAP  has 
low  administrative  costs  and  is  targeted  assistance.  Those  who 
really  need  it  get  it. 

So  in  summary,  I  think,  given  the  funding  constraints  that  this 
country  has,  we  have  to  stack  up  programs  based  on  where  do  we 
get  the  most  bang  for  the  buck,  and  I  would  be  willing  to  put 
LIHEAP  up  against  any  program  in  meeting  the  multiplicity  of  ob- 
jectives that  we  are  trying  to  meet. 

PREPARED  STATEMENT 

The  NARUC  strongly  supports  LIHEAP  funding  and  urges  Con- 
gress to  restore  the  funding  that  was  cut  by  the  administration, 
and  as  recently  as  yesterday  the  Executive  Committee  of  the  Na- 
tional Association  of  Regulatory  Commissioners  reconfirmed  the 
strong  support  for  LIHEAP  because  it  does  meet  so  many  of  these 
objectives  that  we  are  trjdng  to  achieve  both  at  the  Federal  and 
State  level. 

And  I  thank  you  for  your  time,  and  I  did  not  even  get  the  red 
light. 

[The  statement  follows:] 

Statement  of  Scott  A.  Neitzel 

Mr.  Chairman  and  Members  of  the  Subcommittee,  good  morning.  I  am  Commis- 
sioner Scott  A.  Neitsel  of  the  Wisconsin  PubHc  Service  Commission.  I  also  serve  on 
the  Committee  on  Energy  Conservation  of  the  National  Association  of  Regulatory 
UtiUty  Commissioners  (NARUC),  on  whose  behalf  I  am  testifying  here  today. 

The  NARUC,  which  represents  the  State  regulatory  bodies  responsible  for  regulat- 
ing the  rates  and  services  of  electric  and  gas  utilities  throughout  the  United  States, 
has  a  longstanding  commitment  to  the  Low-Income  Home  Energy  Assistance  Pro- 
gram (LIHEAP)  and  greatly  appreciates  the  opportunity  to  present  its  views  on  the 
fiscal  year  1995  budget  request  for  the  program. 

We  are  pleased  to  testify  with  other  members  of  the  LIHEAP  Coalition,  who  are 
unified  in  our  opposition  to  the  proposed  50  percent  reduction  in  LIHEAP  funds.  A 
cut  of  this  magmtude  would  inaeed  have  devastating  impacts  on  many  States,  in- 
cluding mine.  But  I  do  not  wish  to  spend  my  time  today  focusing  only  on  the  50 
percent  proposed  cut  for  LIHEAP  but  on  the  serious  inconsistencies  and  implica- 
tions that  adopting  this  proposal  would  have. 

The  proposal  to  cut  LIHEAP  is  completely  inconsistent  with  the  Federal  govern- 
ment's other  poUcies  of  bringing  more  competition  to  electric  and  gas  utility  mar- 
kets. Congress  in  enacting  the  Energy  Policy  Act  of  1992  allowed  more  competitors 
to  enter  the  electric  utility  business.  At  the  same  time,  the  Federal  Energy  Regu- 
latory Commission's  ^as  industry  restructuring  rule.  Order  636,  has  unbundled 
services  to  local  distribution  gas  companies,  making  these  companies  compete  for 
gas  supplies  at  competitive  prices  like  everyone  else.  The  result  of  the  poUcies  has 
been  that  traditional  electric  and  gas  utilities  find  themselves  in  a  much  more  com- 
petitive environment,  with  the  threat  of  losing  out  to  competitors  if  they  do  not  re- 
duce their  costs  of  service.  State  commissions  are  doing  all  they  can  to  keep  electric 
and  gas  utilities  competitive  by  eliminating  subsidies  embedded  in  rates  and  allow- 
ing these  utilities  to  offer  incentive  rates  to  keep  their  large  customers.  While  these 
efforts  are  under  way,  it  makes  no  sense  for  the  Federal  government  to  reduce  pro- 
tection to  the  customers  who  are  the  most  wdnerable  to  some  of  the  negative  effects 
of  competition.  In  particular,  I  am  referring  to  low-income  captive  ratepayers. 

Some  may  argue  that  LIHEAP  is  nothing  more  than  a  utility  subsidy  program. 
I  would  agree  with  them  that  it  is  a  subsidy  program,  but  it  is  not  for  the  utility 
companies — it  is  a  subsidy  for  utility  ratepayers.  Without  Federal  assistance  from 
LIHEAP  it  would  be  difficult  to  maintain  stable  utility  rates.  Uncollectible  accounts, 
which  often  are  the  result  of  ratepayers  who  can  not  meet  their  utility  payments, 
are  factored  into  rates.  The  result  is  that  all  utility  customers  will  see  their  rates 
increase  to  make  up  for  this  "bad  debt."  This  is  exactly  the  kind  of  price  distortion 
that  competition  seeks  to  ehminate. 
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Although  a  subsidy  program,  LIHEAP  is  not  a  traditional  welfare  program.  It  is 
a  program  designed  to  address  a  specific  need  of  low-income  families;  that  is,  meet- 
ing their  monthly  energy  expenses.  Also,  many  of  these  families  who  receive 
LIHEAP  benefits  are  the  working  poor.  These  are  people  living  on  the  edge  of  pov- 
erty and  they  need  this  assistance  so  they  don't  fall  deeper  into  debt  and  have  to 
give  up  their  homes  or  move  out  of  their  apartments.  Another  characteristic  of  this 
program  that  is  unique  is  that  States  are  allowed  to  use  a  percentage  of  their 
LIHJEAP  allotment  toward  making  low-income  homes  more  energy  efficient.  This  is 
something  that  truly  sets  LIHEAP  apart  fi-om  other  welfare  programs. 

State  utility  regulators  see  the  impact  of  LIHEAP  in  not  only  real  economic  terms 
but  in  human  terms  as  well.  Many  State  commissions,  mine  included,  have  estab- 
lished moratoria  on  utility  shutoffs  to  low-income  customers  during  the  winter 
months.  As  the  tables  attached  to  my  statement  shows,  many  States  have  these 
policies  in  place  during  the  heating  season  months  and  they  are  targeted  at  protect- 
ing the  elderly  and  those  on  very  limited  incomes.  In  my  State,  our  Commission  has 
established  by  rule  a  policy  of  not  allowing  a  shutoff  of  electricity  or  gas  to  a  dwell- 
ing if  the  health  of  the  individuals  is  in  danger  or  if  their  income  is  250  percent 
of  the  poverty  level.  These  protections  have  worked  well.  But  there  have  been  in- 
stances where  shutoffs  have  occurred  and  have  had  tragic  consequences.  What  has 
happened  is  that  people  shut  off  have  resorted  to  using  unsafe  space  heating  devices 
that  have  caught  fire  and  destroyed  homes  and  lives.  Given  the  record-breaking  cold 
temperatures  we  experienced  this  winter,  having  shut-off"  moratoria  does  prevent 
many  more  tragedies  from  happening,  but  these  policies  can  only  do  so  much.  That 
is  why  we  are  extremely  grateful  to  the  Congress  for  approving  $300  million  from 
the  LIHEAP  emergency  fund  to  address  the  energy  needs  of  low-income  families 
this  winter. 

We  also  are  fateful,  especially  for  the  efforts  of  this  Subcommittee,  for  the  ad- 
vanced appropriations  LIHEAP  received  last  year.  This  means  that  States  can  plan 
ahead  and  target  their  assistance  programs  better.  But  despite  this  one  important 
step  forward,  the  Administration's  proposal  would  ask  LIHEAP  to  take  two  steps 
back.  The  advanced  appropriations  would  be  cut  by  half  or  reduced  fi-om  its  current 
$1,475  billion  down  to  $730  million.  For  my  State  of  Wisconsin  this  translates  into 
a  cut  of  nearly  $24.7  million.  This  is  in  a  State  that  has  some  350,000  LIHEAP  re- 
cipients and  many  more  residents  who  may  be  eligible  but  who  do  not  receive 
LIHEAP  benefits. 

It  is  often  argued  that  States  and  utilities  are  not  doing  enough  and  are  relying 
on  the  Federal  government  to  provide  the  assistance  that  is  needed.  This  simply  is 
not  true.  According  to  data  from  the  Department  of  Health  and  Human  Services  and 
the  LIHEAP  Clearinghouse,  more  State  funds  were  claimed  and  accepted  as  lever- 
aged resources  for  LIHEAP  than  any  other  single  source  of  funds  in  fiscal  year 
1992.  The  $216  million  in  State  funds  provided  to  supplement  LIHEAP  funds  ex- 
ceeded the  amounts  leveraged  from  all  other  sources,  according  to  the  Clearing- 
house. In  addition,  utility  discounts,  credits  and  weatherization  for  LIHEAP-eligible 
households  totaled  about  $206  million.  I  am  proud  to  say  that  my  State  was  one 
of  the  highest  in  terms  of  leveraging  dollars  in  1992  totaling  $9  million. 

Unfortunately,  State  leveraged  and  utility  fund  dollars  are  not  enough  to  cover 
the  huge  gap — in  excess  of  $7  billion — that  exists  between  what  is  needed  to  provide 
assistance  to  eligible  LIHEAP  recipients  and  current  Federal  resources  have  been 
appropriated  for  LIHEAP. 

In  conclusion,  the  NARUC  is  supportive  of  the  Administration's  and  Congress'  ef- 
forts to  reduce  the  budget  deficit.  We  know  that  difficult  budget  choices  will  have 
to  be  made.  In  fact,  LIHEAP's  funding  already  has  been  cut  by  40  percent  since  fis- 
cal year  1985,  which  means  it  is  reaching  fewer  and  fewer  people.  The  unfortunate 
fact  is  that  LIHEAP  dollars  reach  a  little  more  than  one-quarter  of  all  those  house- 
holds nationwide  who  are  eligible,  and  the  cut  being  proposed  by  the  administration 
would  mean  that  up  to  2.6  million  more  low-income  households  and  7.3  million  indi- 
viduals would  be  left  without  any  energy  assistance  next  winter.  Therefore,  cutting 
funds  for  LIHEAP,  a  program  that  is  consistent  and  complimentary  to  the  other  pol- 
icy goals  of  promoting  competition  in  energy  markets  and  helping  the  working  poor 
stave  off"  total  dependence  on  government  assistance,  is  not  the  answer  to  our  Na- 
tion's budget  woes.  On  behalf  of  the  NARUC,  I  ask  this  committee  to  reject  the  Ad- 
ministration's budget  request  for  LIHEAP. 

Thank  you,  and  I  would  be  happy  to  answer  any  questions  you  may  have. 
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ATTACHMENT 

TABLE  108  -  SPECIAL  RULES  FOR  DISCONNECTION  DURING  EMERGENCY  (ELECTRIC  AND  GAS) 


ACENCT 

There 
Are 

Special 
Rules? 

Date  the 
Special  Rules 
Were  Insti- 
tuted 

Governing 

Authority 

(See  Key 

Below) 

Brief  Description  of  any  Special  Rules  Regarding  Disconnection 
of  Residential  Electric  or  Gas  Utility  Service  During 
Extreme  Weather  or  Other  Emergency  Conditions 

AlABAHA  PSC 
ALASKA  PUC 
ARIZONA  CC 
ARUNSAS  PSC 

CALIFORNIA  PUC 

Yes 
Yes 
Yes 
Yes 

Yes 

1980-81 
January  1987 
March  1982 
12/8/78 

1982 

CR 
CR 
CR 
CR 

CR 

Special  orders  are  issued  in  extreme  weather. 

Restriction  for  seriously  ill,  elderly,  handicapped,  etc. 

Not  permitted  when  next  day's  te<rper«ture  to  go  below  32*. 

Not  permitted  when  actual  or  forecast  temp.  32*  or  below,  or 

during  medical  emergency.  Special  notice  required  for  elderly 

or  handicapped  customers. 

Not  permitted  any  time  if  detrimental  to  health  and  safety. 

COLORADO  PUC 

CONNECTICUT  DPUC 
DELAWARE  PSC 

DC  PSC 
FLORIDA  PSC 

Yes 

Yes 
Yes 

Yes 
No 

4/29/80 

1980 
10/30/79 

May  1979 

CR 

S 

CR 

CR 

Not  permitted  any  time  if  detrimental  to  health  (Or.  certified) 
and  inability  to  pay  has  been  established. 
Not  permitted  for  hardship  cases  between  Nov.  1  and  April  15. 
Not  permitted  between  Nov.  15  and  March  31  if  8:00  AM  ambient 
air  temperature  is  20'  or  below  on  scheduled  disconnect  day. 
Additional  notice  required  in  winter.  Banned  in  medical  emergency 
Not  permitted  If  forecast  temp,  is  32*  or  below  next  24  hrs. 
Mot  permitted  on  weekends  and  holidays. 

GEORGIA  PSC 

HAWAII  PUC 
IDAHO  PUC 

ILLINOIS  CC 

INDIANA  URC 

Yes 

Yes 

No 

Yes 

Yes 

Yes 

Electric  1/80 

Gas  11/21/79 

12/1/78 
CR-'79,  S-'84 
9/1/83 

CR 

S 

P 

CR 

CR,  S 
S 

11/15-3/15,  not  permitted  if  customer  agrees  to  pay  arrears  by 

11/15,  pay  all  bills  by  due  date,  t   temp,  is  forecast  next  24 

hours  below  32*. 

Not  permitted  when  temp,  is  forecast  for  next  24  hrs  below  32*. 

Utility  practice  not  to  disconnect  customers  on  life  support  sys. 

Not  permitted  between  Dec.  end  feb.  unless  utility  certifies 

household  contains  no  minors,  elderly,  or  infirm. 

Not  permitted  if  forecast  temp,  for  next  24  hrs.  is  32*  or  below. 

Required  to  arrange  payment  plan  for  low-income  customers. 

12/1-3/15.  not  for  customers  eligible  for  State  Assistance. 

IOWA  UB 

MNSAS  sec 

KENTUCKT  PSC 
LOUISIANA  PSC 
MAINE  PUC 

Yes 

Yes 

Yes 
Yes 
Yes 

7/1/84 

10/17/83 

8/25/82 
11/30/80 
1981 

s 

CR 

CR 
CR 
CR 

11/1  4/1,  not  permitted  for  customers  eligible  for  energy  assist- 
ance under  LIHEAP.  After  moratoriim  period,  utility  is  required 
to  offer  payment  plan  to  spread  repayment  over  a  longer  time. 
Not  permitted  between  11/1  and  3/31  if  forecast  tenp.  for  next 
24  hours  is  <35'.  Customers  must  meet  "Good  Faith  Test",  arrange 
payment  schedule  and  make  all  payments  on  time. 
Dec. -March,  not  permitted  if  customer  shows  certificate  of 
need,  pays  lower  of  S200  or  1/3  of  bill  and  arranges  payments. 
Not  permitted  if  health  endangered  and  customer  is  either 
mable  to  pay  or  able  to  pay  only  in  installments. 
Not  permitted  if  customer  enters  into  payment  arrangement. 
11/15-4/15.  need  PUC  aooroval. 

MARYLAND  PSC 

MASSACHUSETTS 

DPU 
MICHIGAN  PSC 

MINNESOTA  PUC 

MISSISSIPPI  PSC 

Yes 

Yes 
Yes 
Yes 
Yes 

5/24/82 

1984 

11/80,  4/84 

1980 

1986 

S,  CR 

CR 
CR 
S-2168 

CR 

11/1-3/31,  utility  provides  affidavit  that  disconnect  will  not 

endanger  health;  no  disconnect  of  low- income  customer  making 

minimLFi  payments. 

Not  permitted  for  heating  customer  if  financial  hardship 

11/15-3/15. 

Winter  protection  plan  for  qualified  customers  12/1-3/31. 

Required  to  arrange  payment  plan  for  low- income. 

Winter  protection  plan  for  qualified  customers  10/15-4/15. 

Required  to  arrange  payment  plan  for  low- income. 

Decentoer  to  March. 

MISSOURI  PSC 

MONTANA  PSC 
NEBRASKA  PSC 
NEVADA  PSC 
NEW  HAMPSHIRE 
PUC 

Yes 

Yes 
Does  r 
No 
Yes 

1VV77 

1980 
wt  regulate  e 

1980 

S,  CR 

S,  CR 
eclric  or 

CR 

Not  permitted  for  customers  who  pay  $75  or  %   of  total  bill;  or 
for  those  eligible  for  Energy  Assistance  who  pay  t75  or  VI  of 
monthly  bill.  Special  notice  required  for  elderly/handicapped. 
Not  permitted  between  11/1  and  4/1  without  PSC  approval. 
gas  util i ties. 

Termination  banned  during  medical  emergency. 

Dec.  1-April  1,  rwt  permitted  for  arrears  less  than  $175  for  non- 
heating,  or  $300  for  heating,  customers.  Company  must  try  to 
contact  adult  at  premises  48  hrs  prior  to  disconnect;  failing 
that,  must  get  PUC  permission  in  writing  for  disconnect. 
Required  to  arrange  payment  plan. 

NEW  JERSEY  8RC 

NEW  MEXICO  PUC 
NEW  YORK  PSC 

NORTH  CAROLINA 

UC 
NORTH  DAKOTA  PSC 

Yes 

No 
Yes 

Yes 

No 

12/21/87 

10/19/81 

11/80 
1981 

CR 

S-PSL, 
S  32 

CR 

11/15-3/15,  not  permitted  for  customer  on  public  assistance  or 

elderly,  handicapped,  or  during  medical  emergency. 

Informal  agreement  not  to  put  customers  in  jeopardy. 

11/1-4/15,  special  notice  required.  Prohibited  if  danger  to 

health/safety  or  customer  inable  to  manage  resources  due  to 

physical /mental  handicap. 

Between  11/1-3/31,  not  permitted  for  elderly  handicapped  who 

qualify  for  low- income  energy  assistance. 

Special  notice  requirements  based  on  age,  health  of  customer. 

OHIO  PUC 

OKLAHOMA  CC 

OREGON  PUC 
PENNSYLVANIA  PUC 
RHODE  ISLAND  PUC 

Yes 

Yes 

Yes 
Yes 

Yes 

11/83 

4/16/86 

1979,  1983 

1980,  1983 
1978 

S,  CR 

CR 

S 

CR 
CR 

Percentage  of  Income  Payment  Plan:  10X  of  income  to  primary  heat 
source  if  at  or  below  150X  of  Federar  povery  level;  5X  to  second- 
ary heat  source.  Prohibited  any  tine  If  danger  to  health. 
Special  procedures  11/15-4/15.  CC  can  ban  disconnect  in  severe 
weather  or  if  dangerous  to  health. 
Temperature-based  restrictions. 

12/1-3/31,  no  disconnect  without  PUC  permission,  except  hazard 
11/20-J/31,  no  disconnect  for  arrears  i»ider  $375-primary  heat. 
Banned  for  elderly  or  handlcacped  customers. 

KEY:   S'Statute;  CR'Comiisslon  Rule/Regulation/Order;  T'Tariff  Provision;  P^Coirpany  Policy 
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TADLE  108  -  SPECIAL  RULES  FOR  DISCONNECTION  DURING  EMERGENCY  (ELECTRIC  AND  GAS) 


AGENCY 

There 
Are 

Speclil 
Rules? 

Date  the 
Special  Rules 
Were  Insti- 
tuted 

Governing 

Authority 

(See  Key 

Below) 

Brief  Description  of  any  Special  Rules  Regarding  Disconnection 
of  Residential  Electric  or  Gas  Utility  Service  During 
Extreme  Weather  or  Other  Emerqencv  Conditions 

SOUTH  CAROLINA 
SOUTH  DASrOTA  PUC 
TENNESSEE  PSC 
TEXAS  PUC 

TEXAS  RC 

Yes 
Yes 
No 
Yes 

Yes 

E  1980,0  1981 
1976 

8/1/84 

1983 

S,  CR 
CR 
CR 
CR 

CR 

Dec.  to  March  no  disconnect  with  medical  certificate. 
11/1-3/31,  30  days  additional  notice  required. 
Postponed  for  medical  emergency.  Tenperature-based  restrictions. 
Not  permitted  if  health  endangered  (Dr.  certified);  if  high 
tenp.  is  32'  or  below  or  alert  for  excessive  heat. 

UTAH  PSC 

VERMONT  PSB 
VIRGINIA  sec 

WASHINGTON  UTC 

WEST  VIRGINIA 

Yes 

Yes 

Yes 

Yes 

Yes 

1/83 

12/81 
1977 

1985 

1/81 

CR 

CR 
CR 

RCW  34.04 

CR 

10/1-3/15.  Qualify  through  state  social  services  for  low-income; 

Banned  during  medical  emergency. 

Special  notice  procedures  12/1-3/31,  temperature-based. 

sec  urges  utilities  to  avoid  disconnection  in  extreme  weather. 

Required  to  arrange  payment  plan. 

Mot  permitted  Nov. -March  If  low-income  customer  pays  7X  of 

income.  Banned  during  medical  emergency. 

No  discor»iect  11/1-3/31  for  residential.  Required  to  arrange 

oavment  clan. 

WISCONSIN  PSC 
WYOMING  PSC 

Yes 
Yes 

1974,  10/89 
1978,  8/92 
PL  95-617 

CR 
S,  CR 

No  disconnect  if  health  endangered  or  income  below  250X  Poverty. 
Nov. -April,  personal  contact  required  before  disconnect. 
Temoerature-based  restrictions. 

VIRGIN  ISLANDS 

No 

KEY:  S=Statute;  CR=Coiiiiii5Slon  Rule/Regulation/Order;  T=Tarlff  Provision;  P=Company  Policy 


STATEMENT  OF  WALLACE  E.  ZEDDUN,  UNITED  DISTRIBUTION  COMPA- 
NIES 

Senator  KOHL.  Mr.  Zeddun. 

Mr.  Zeddun.  Thank  you.  Senator  Kohl,  members  of  staff,  I  would 
like  to  thank  you  for  the  opportunity  to  address  the  subcommittee 
today.  I  am  Wally  Zeddun,  vice  president  of  customer  services  for 
Wisconsin  Gas  Co.,  headquartered  in  Milwaukee,  WI.  My  company 
serves  471,000  customers  throughout  the  State  of  Wisconsin,  about 
70  percent  of  which  are  in  the  greater  metropolitan  Milwaukee 
area;  60,000  households  in  our  customer  service  group,  or  about 
120,000  customers,  are  low  income.  So  this  program  obviously  is  of 
significant  concern  for  those  customers  and  for  our  company. 

I  am  here  today  testifying  on  behalf  of  the  United  Distribution 
Companies,  a  coalition  of  40  distribution  utilities  in  18  States,  pri- 
marily in  the  Northeast  and  Midwest,  a  list  of  which  is  attached 
to  my  prepared  testimony. 

I  would  like  to  emphasize  four  points  for  my  prepared  testimony 
that  are  included  on  page  1:  One,  that  members  of  UDC  strongly 
recommend  the  Congress  adopt  and  fund  the  program  at  the  $1,475 
billion  level  approved  by  this  committee.  Congress,  and  the  Presi- 
dent last  fall;  two,  that  the  Congress  provide  advance  appropria- 
tions for  LIHEAP  for  program  year  1995-96  at  no  less  than  the 
current  services;  three,  that  we  reject  any  proposal  to  delay  or 
defer  releasing  critical  Federal  year  1995  LIHEAP  dollars;  and 
four,  that  we  ensure  that  leveraging  moneys  supplement,  not  sup- 
plant, necessary  Federal  moneys  for  LIHEAP. 

With  my  remaining  time,  I  would  like  to  really  discuss  the  im- 
pacts of  what  the  proposed  administrative  cuts  might  be.  There  has 
been  much  discussion  about  whether  there  remains  need  for  this 
program.  It  is  true  that  over  the  past  10  years  energy  prices  have 
gone  down  approximately  23  percent.  Yet  when  I  started  working 
on  this  problem  10  years  ago  low  income  consumers  were  pa3dng 
about  16  percent  of  their  disposable  income,  their  take-home  pay 
to  put  it  another  way,  for  their  home  heating  fuel.  They  continue 
to  pay  that  percentage,  roughly,  at  this  time.  Their  situation  has 
not  improved  because  we  have  cut  energy  assistance  over  the  same 
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timeframe  by  one-third.  So  they  have  taken  a  greater  burden  over 
this  timeframe  than  they  had  when  they  started  10  years  ago. 

I  think  we  have  to  also  consider  that  the  median  income  for  fami- 
Hes  receiving  low  income  assistance  in  our  service  territory  is 
$3,030.  To  ask  these  customers  to  take  a  larger  portion  of  their 
home  heating  bills  is  a  real  budgetary  crisis  for  them.  They  are 
faced  with  very  difficult  choices  because  they  have  nowhere  to  turn 
to  for  additional  funds. 

The  last  consequence  I  would  like  to  talk  about  relates  to  the 
issue  of  the  moratorium.  Many  people  have  used  the  moratorium 
and  the  fact  it  is  a  safety  net  as  an  excuse  to  say  that  this  program 
is  not  needed,  and  I  think  that  that  really  does  not  address  the 
true  issue.  The  moratoriums  that  several  States  have  do  not  cover, 
for  one  thing,  nonregulated  fuels  such  as  propane,  fuel  oil,  or  wood. 
Those  customers  are  left  unprotected  and  they  are  a  substantial 
number  of  the  low  income  families  who  receive  household  heating 
assistance. 

In  addition,  the  moratorium  does  not  absolve  any  customer  from 
having  to  pay  for  their  fuel  bills.  And  many  low  income  cus- 
tomers— in  fact,  I  will  tell  you  most — will  make  attempts  to  pay  the 
full  amount  that  they  owe,  particularly  the  elderly  and  the  working 
poor,  because  if  they  do  not  do  so  they  will  impair  their  credit  rat- 
ings and  jeopardize  their  futures  when  their  situations  may  get 
better. 

Given  the  fact,  with  the  size  of  the  cuts  that  is  being  proposed 
by  the  administration,  these  families  will  be  left  with  limited  tough 
choices:  heat  or  eat,  go  further  into  debt  which  will  jeopardize  their 
ability  in  the  future  to  be  able  to  be  self  sufficient,  or  to  adopt  what 
I  would  call  would  be  unsafe  methods  in  order  to  get  through  the 
crisis. 

And  those  unsafe  methods  would  be  such  as  turning  down  the 
thermostat  and  heating  only  one  room  with  a  space  heater.  That 
may  sound  good  on  its  face,  but  the  elderly  and  very  young  are 
very  susceptible  to  hypothermia,  and  a  house  that  is  not  fully  heat- 
ed will  cause  hypothermia  or  may  cause  hypothermia  for  these  cus- 
tomers which  will  increase  the  burden  for  health  care  for  these  cus- 
tomers. 

PREPARED  STATEMENT 

In  addition,  what  we  have  seen  in  the  Milwaukee  area  and  what 
is  a  trend  nationwide  is  as  customers  need  to  try  to  make  ends 
meet  they  will  double  up  households  or  triple  up  households.  We 
have  seen  the  devastating  effects  of  overcrowded  substandard  hous- 
ing children  with  space  heaters  in  the  Milwaukee  area.  We  have 
had  tragic  fires  where  children  have  died.  I  hope  in  the  future  we 
do  not  have  a  recurrence  of  those  incidents  as  we  force  families  to 
take  extraordinary  measures  to  deal  with  these  cuts. 

For  this  reason,  Senator,  I  urge  your  subcommittee  to  restore  the 
LIHEAP  fund  to  the  $1,475  billion  level. 

Thank  you  for  listening. 

Senator  Kohl.  Thank  you,  Mr.  Zeddun. 

[The  statement  follows:] 
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Statement  of  Wallace  E.  Zeddun 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Weillace  Zeddun,  Vice 
President  of  Customer  Services  and  Operations  of  Wisconsin  Gas  Company. 
Headquartered  in  Milwaukee,  Wisconsin,  our  service  territory  is  located  primarily 
in  Southeastern  Wisconsin.  Wisconsin  Gas  serves  approximately  471,000  customers 
throughout  Wisconsin,  92  percent  of  which  are  residential.  We  have  approximately 
60,000  households,  or  about  120,000  individuals  who  are  classified  as  low  income 
in  our  service  territory. 

Today,  I  am  pleased  to  testify  on  behalf  of  United  Distribution  Companies  (UDC), 
a  group  of  40  natural  gas  companies  serving  18  states  whose  names  and  locations 
are  set  forth  in  Appendix  A.  UDC  member  companies  provide  natural  gas  distribu- 
tion service  to  customers  primarily  in  the  Midwest  and  Northeast  (Appendix  B). 

Wisconsin  Gas  and  all  UDC  member  companies  are  deeply  committed  to  meeting 
the  energy  needs  of  all  our  customers,  and  in  particular,  those  of  our  low  and  fixed- 
income  consumers.  We  are  strong  advocates  for  the  Low  Income  Home  Energy  As- 
sistance Program  (LIHEAP)  and  the  Department  of  Energy's  Weatherization  Assist- 
ance Program  (WAP).  In  addition  to  supporting  these  Federal  programs,  UDC's 
member  companies  participate  in  a  variety  of  eiforts  designed  to  augment  energy 
assistance  to  low-income  households  at  the  local  level. 

Our  companies  are  an  integral  part  of  the  communities  we  serve.  On  behalf  of 
the  low-income  customers  who  live  in  our  communities,  I  urge  you  to  maintain  criti- 
cal fiinding  for  LIHEAP. 

LIHEAP  FUNDING  RECOMMENDATION 

Mr.  Chairman,  I  ask  for  your  continued  support  for  the  Low  Income  Home  Energy 
Assistance  Program,  and  urge  that  this  Subcommittee  and  the  Congress  adopt  the 
following:  At  the  minimum,  sustain  LIHEAP  funding  for  the  1994-1995  Program 
Year  at  the  $1,475  billion  level  approved  by  this  Committee,  the  Congress,  and  the 
President  last  fall;  provide  "advance  appropriations"  for  LIHEAP  for  Program  Year 
1995-1996  at  no  less  than  "current  services";  reject  any  proposal  to  delay  or  defer 
releasing  critical  fiscal  year  1995  LIHEAP  dollars;  and  ensure  that  any  leveraging 
monies  '  supplement"  and  not  "supplant"  necessary  federal  monies  for  LtHEAP. 

Thus,  I  strongly  urge  you  to  reject  the  Administration's  proposal  to  slash  LIHEAP 
funding.  This  proposal,  which  would  cut  LIHEAP  by  $745  million,  would  have  a  dev- 
astating impact  on  millions  of  low-income  elderly  and  working  poor  families.  Under 
this  plan,  nearly  half  of  the  5.5  milUon  households  currently  receiving  LIHEAP 
could  lose  assistance,  or  their  benefits  could  be  severely  reduced.  In  my  own  state 
of  Wisconsin,  many  of  the  127,000  households,  or  about  339,000  people,  who  receive 
energy  assistance  would  be  cut  fi-om  the  program — including  many  senior  citizens 
and  femdlies  with  small  children.  This  is  unacceptable. 

WHY  UHEAP  IS  ESSENTLU. 

We  recognize  that  tight  fiscal  constraints  in  discretionary  spending  sets  the  stage 
for  particularly  difficult  choices  for  Members  of  Congress  in  the  months  ahead.  How- 
ever, a  reduction  in  the  LIHEAP  appropriation  to  fund  other  programs,  can  only 
mean  that  we  resolve  one  crisis  for  the  low-income  families  and  replace  it  with  an- 
other— an  energy  crisis — that  affects  both  our  youngest  citizens,  as  well  as,  our  low- 
income  senior  citizens.  It  is  an  accepted  fact  that  low-income  people  suffer  with  a 
"heat-or-eat  dilemma"  in  the  winter.  If  LIHEAP  funding  is  cut,  some  low-income 
customers  will  find  a  way  to  pay  their  heating  bills;  however,  they  will  do  so  at  the 
expense  of  food,  or  other  basic  necessities  like  medicine.  With  record  numbers  of 
Americans  living  in  poverty,  and  many  families  across  this  country  hit  hard  with 
long-term  unemployment,  it  seems  a  cruel  choice  to  force  them  to  make. 

As  Commissioner  Neitzel  has  indicated,  there  is  a  strong  likelihood  that  industry 
restructuring  will  result  in  near-term  rate  increases  for  low-income  and  other  resi- 
dential ratepayers.  This  will  result  in  LIHEAP  being  needed  even  more.  LIHEAP 
does  not  relieve  the  responsibility  of  low-income  consumers  to  meet  home  energy 
costs;  but  rather,  it  is  an  essential  component  in  the  family  budget  which  helps  to 
"bridge  the  gap"  to  ensure  energy  service  and  make  home  energy  more  affordable. 
LIHEAP  keeps  many  low-income  fanulies  off  welfare  and  allows  them  to  remain 
self-sufficient. 

Further,  I  am  concerned  that  some  decision  makers  in  the  Administration  are  not 
fully  cognizant  of  the  significant  health-safety  concerns  that  LIHEAP  helps  to  ad- 
dress. State  moratoria  may  provide  some  protection  for  low-income  consumers;  how- 
ever, moratoria  do  not  exist  in  all  states,  do  not  govern  fuels — such  as  propane  and 
fuel  oil,  and  do  not  relieve  low-income  families  of  the  obligation  to  pay  for  their 
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home  energy  costs.  Faced  with  significantly  higher  payments  for  home  heating  fuel, 
low-income  families  will  have  limited  tough  choices:  heat-or-eat,  go  further  into 
debt — making  it  difficult  to  ever  become  independent;  or  use  potentially  unsafe  al- 
ternative methods  to  heat  which  could  result  in  tragedies.  Elderly  households  might 
use  single  room  space  heaters  and  turn  their  thermostats  down;  these  actions  will 
increase  the  risk  of  hypothermia  for  these  customers.  Yet  other  low-income  cus- 
tomers will  move  households  together  to  make  ends  meet.  Overcrowded  substandard 
housing,  space  heaters  and  children  have  proven  to  have  tragic  consequences  in  our 
community. 

Administration  officials  claim  that  the  need  for  LIHEAP  has  diminished;  this 
opinion  does  stand  up  to  the  facts.  First,  the  theory  that  low  income  persons  need 
less  energy  assistance  today  reflects  a  belief  that  poor  people  are  better  off  now  than 
they  have  been  in  the  past.  In  fact,  the  U.S.  Census  Bureau  figures  show  that  the 
United  States  today  has  the  highest  number  of  people  living  in  poverty  since  1962. 
Our  own  experience  at  Wisconsin  Gas  is  that  we  continue  to  have  thousands  of  cus- 
tomers whose  low  income  status  makes  home  energy  unaffordable. 

Second,  low-income  families  pay  16  percent  of  their  incomes  on  home  energy  costs. 
Among  other  states,  such  as  Ohio,  the  1990  census  showed  that  roughly  200,000 
low-income  households  paid  25  percent  of  their  incomes  or  more  for  energy  bills, 
while  the  national  average  household  pays  three  to  four  percent  of  its  income.  Be- 
cause low-income  customers  often  live  in  poorly  insulated  homes,  they  use  about  15 
percent  more  energy  than  the  average  household  uses  to  heat  their  homes.  This 
problem  exists  in  spite  of  many  utility-  and  government-funded  weatherization  pro- 
grams which  are  directed  at  a  long-term  solution  to  energy  costs. 

The  National  Energy  Assistance  Directors'  Association  (NEADA)  tells  us  that  nu- 
merous state  directors  are  experiencing  difficulties  in  running  their  programs  be- 
cause of  the  lack  of  adequate  LIHEAP  funding,  in  concert  with  the  increased  de- 
mand for  energy  assistance  due  to  the  severe  winter  weather,  as  well  as  increased 
unemployment  throughout  the  country,  and  higher  heating  costs.  While  the  release 
of  the  emergency  funds  have  helped  some  states,  other  states  not  benefitting  from 
these  supplemental  monies  are  experiencing  severe  weather  now,  and  still  may  be 
forced  to  close  their  programs  early  and  turn  away  people  in  need. 

LIHEAP  HELPS  FAMILIES 

Low-income  families  struggle  to  stay  together.  They  face  daily  challenges  to  pay 
for  necessities.  If  you  take  away  their  energy  assistance,  that  is  one  more  push  to- 
ward homelessness.  Social  service  providers  tell  us  that  a  major  problem  of  low-in- 
come families  is  frequent  moves.  These  "moves"  can  be  triggered  by  eviction  due  to 
nonpayment  of  utility  bills.  These  events  occur  despite  our  best  efforts  to  assist  low- 
income  customers.  Frequent  moves  are  particularly  burdensome  for  children  who 
are  moved  from  school-to-school  in  the  process;  50  percent  of  LIHEAP  recipients 
have  at  least  one  child.  Cuts  to  LIHEAP  will  merely  add  to  the  problem  of  homeless- 
ness, undermine  opportunities  for  educational  advancement  for  these  children,  and 
further  de-stabilize  already  vulnerable  families. 

LEVERAGING  INCENTIVE  PROGRAM 

While  UDC  believes  that  the  goal  of  the  leveraging  program  is  laudable,  we  are 
concerned  that  critical  dollars  for  the  regular  LIHEAP  program  to  maintain  benefits 
to  low-income  households  have  been  reduced  to  fund  the  Leveraging  Incentive  Pro- 
gram. In  fact,  LIHEAP  has  experienced  sizable  cuts  in  the  past  three  years,  result- 
ing in  cuts  to  benefits  and  in  reduced  case  loads  throughout  the  country.  The  fur- 
ther reduction  in  LIHEAP  program  dollars  for  leveraging  has  exacerbated  the 
strains  on  many  states'  LIHEAP  programs.  The  Clinton  Administration's  proposal 
to  increase  leveraging  to  $50  million  next  year  is  inappropriate,  and  would  unfairly 
penalize  low-income  families  in  states  that  do  not  or  cannot  fully  participate  in 
leveraging. 

UDC  strongly  advocates  that  leveraging  dollars  be  used  to  augment  or  supple- 
ment more  adequate  Federal  funding  for  LIHEAP,  and  not  be  used  as  a  reason  to 
further  erode  the  program.  Without  the  underpinning  of  a  sizable,  dependable  Fed- 
eral LIHEAP  program,  meaningful  leveraging  efforts  could  recede,  or  indeed,  evapo- 
rate. Therefore,  UDC  recommends  that  any  leveraging  incentive  monies  be  in  addi- 
tion to  the  $1,475  billion  for  program  year  1994-1995,  and  be  over  and  above  the 
"current  services"  level  for  program  year  1995-1996. 
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LIHEAP  IS  THE  FOUNDATION  FOR  PRIVATE  EFFORTS 

Of  course,  the  burden  of  the  low-income  household's  basic  needs  does  not  rest  sole- 
ly on  the  Federal  Government.  Our  member  companies  are  involved  in  and  con- 
cerned about  the  well-being  of  our  communities — both  in  economic  and  human 
terms.  The  states  and  the  private  sector  also  have  a  responsibility  to  contribute  to 
the  needs  of  these  consumers. 

UDC  member  companies  have  developed  a  host  of  innovative  and  effective  pro- 
grams to  assist  their  low-income  consumers  which  include  the  following:  operating 
and/or  contributing  to  fuel  funds;  providing  discounts  and  credits  to  low-income  con- 
sumers; providing  partial  or  full  waivers  of  home  energy  connection  and 
reconnection  fees,  and  late  payment  charges;  partial  or  full  waiver  of  home  energy 
security  deposits;  and  partial  forgiveness  of  home  energy  bills.  Moreover,  many  of 
our  companies  are  involved  in  various  energy  conservation  activities,  such  as  weath- 
erization  of  low-income  households,  budget  counseling  and  energy-use  education. 

THE  WISCONSIN  EXPERIENCE 

In  Wisconsin,  we  have  come  to  appreciate  the  different  needs  of  low-income  house- 
holds and  that  these  needs  must  be  treated  in  a  comprehensive  manner.  We  have 
come  to  understand  that  low-income  consumers'  inability  to  pay  their  fuel  bills  is 
a  symptom  of  a  much  bigger  problem.  As  a  result,  we  in  Wisconsin  have  tried  to 
approach  the  consumers'  needs  with  a  comprehensive  program. 

First,  we  provide  the  low-income  consumers  with  an  affordable  payment  arrange- 
ment; one  that  is  based  on  their  ability  to  pay — independent  of  actual  usage.  Sec- 
ond, we  provide  energy  assistance  based  on  household  need.  Third,  we  forgive  past 
arrears  for  consumers  who  make  regular  payments.  Lastly,  we  maximize  limited 
program  resources  by  first  weatherizing  the  households  with  the  highest  usage. 

WISCONSIN  GAS  EIP  PROGRAM 

To  implement  the  Wisconsin  plan,  Wisconsin  Gas  has  its  Early  Identification  Pro- 
gram (EIP).  The  EIP  is  comprised  of  a  number  of  separate  yet  related  components. 
Based  on  the  premise  that  consumers  who  are  having  difficulty  pa3dng  their  bills 
may  have  more  concerns  than  just  not  having  sufficient  income,  we  have  attempted 
to  address  a  series  of  possible  s3miptoms.  The  following  are  a  few  of  the  components: 

An  Affordable  Payment  Plan  (Low-Income  Budget  Plan — LIBP)  that  is  based  on 
household  income  less  specific  expenses,  i.e.,  mortgages/rent,  other  utilities,  and 
food. 

The  "Freezing"  of  Past  Arrearages  and  Forgiveness  of  these  arrearages  over  3 
years  if  the  consumers  make  consistent  payments.  Also,  the  forgiveness  of  current 
arrears  with  consistent  pa5Tnents. 

The  Rate  Based  Low-Income  Weatherization  Program,  which  at  no  cost  to  the 
consumer,  can  reduce  their  energy  burden  by  an  average  of  25  percent. 

The  Early  Start  of  Emergency  Energy  Assistance  Program  in  Milwaukee  County 
is  before  the  October  1  start  up  date  ofthe  Federal  LIHEAP  program.  Utility  money 
is  used  to  pay  for  the  intake  of  both  energy  assistance  applications  and  reconnection 
applications.  This  effort  ensures  that  low-income  consumers  who  are  at  risk  to  ill 
effects  from  cold  weather — children  and  seniors,  in  particular — receive  help  before 
the  cold  weather  begins. 

We  are  not  alone  in  the  development  of  creative  approaches  to  better  assist  low- 
income  households;  such  a  commitment  is  representative  of  all  our  UDC  member 
companies. 

CONCLUSION 

The  recent  bitter  weather  was  a  reminder  of  how  important  LIHEAP  is.  Many 
states  saw  temperatures  below  zero,  and  record  lov/  temperatures  were  set  across 
the  nation.  We  appreciate  this  Committee's  efforts  to  release  additional  funds  to 
help  meet  the  emergency.  However,  adequate  LIHEAP  funding  extends  beyond 
record  cold  weather;  it  is  an  ongoing  need  for  our  less  fortunate  citizens. 

Mr.  Chairman,  the  Administration's  request  for  a  reduction  in  LIHEAP  should  be 
unacceptable  to  those  responsible  for  assuring  that  our  disadvantaged  citizens  have 
the  necessities  of  Hfe.  The  truth  is  simple.  LIHEAP  is  a  public-private  partnership 
program  that  works.  The  low  income  cannot  afford  to  pay  the  total  cost  of  the  en- 
ergy they  use.  LIHEAP  helps  to  make  energy  service  avaUaole  and  more  affordable 
to  tiiem. 

Mr.  Chairman,  and  Members  of  the  Subcommittee,  the  National  Energy  Assist- 
ance Directors'  Association  (NEADA)  joins  us  in  urging  you  to  retain  funding  for 


323 

LIHEAP  at  no  less  than  the  $1,475  bilUon  advance  appropriated  level  for  its  pro- 
gram year  1994-95  (fiscal  year  1995),  and  provide  "advance  appropriations"  at  a 
minimum  of  the  "current  services"  level  for  LIHEAP  program  year  1995-96  (fiscal 
year  1996). 

Appendix  A. — Members  of  United  Distribution  Companies 
[The  member  companies  serve  12,000,000  residential,  commercial,  and  industrial  gas  customers] 

State  Company 

Illinois  Central  Illinois  Light  Co. 

Illinois  Central  Illinois  Public  Service  Co. 

Michigan  Citizens  Gas  Fuel  Co. 

Kentucky  Columbia  Gas  of  Kentucky. 

Maryland  Columbia  Gas  of  Maryland. 

Ohio Columbia  Gas  of  Ohio. 

Pennsylvania  Columbia  Gas  of  Pennsylvania. 

Virginia  Commonwealth  Gas  Services  Inc. 

Ohio The  East  Ohio  Gas  Co. 

Pennsylvania,  Kentucky,  and  West  Virginia  Equitable  Gas  Co. 

West  Virginia  Hope  Gas,  Inc. 

Iowa  lES  UtiUties  Inc. 

Illinois  Illinois  Power  Co. 

Indiana  Indiana  Gas  Co.,  Inc. 

Iowa  and  Illinois  Iowa-Illinois  Gas  &  Electric  Co. 

Indiana  Kokomo  Gas  Co. 

Michigan  Michigan  Gas  Co. 

Michigan  Michigan  Gas  Utilities  Co. 

New  York  and  Pennsylvania National  Fuel  Gas  Distribution  Corp. 

New  York  Niagara  Mohawk  Power  Corp. 

Illinois  North  Shore  Gas  Co. 

Indiana  Northern  Indiana  PubUc  Service  Corp. 

Minnesota  Northern  Minnesota  Utilities. 

Wisconsin  and  Michigan  Northern  States  Power  Co.  (Wisconsin). 

Ohio Ohio  Gas  Co. 

New  York,  Pennsylvania,  and  New  Jersey  Orange  &  Rockland  Utilities,  Inc. 

Illinois  The  Peoples  Gas  Light  &  Coke  Co. 

Nebraska,  Iowa,  Minnesota,  Colorado,  and  Kansas  Peoples  Natural  Gas  Co. 

Pennsylvania  The  Peoples  Natural  Gas  Co. 

Pennsylvania  Pike  County  Light  &  Power  Co. 

Ohio The  River  Gas  Co. 

New  York  Rochester  Gas  &  Electric  Co. 

Michigan  Southeastern  Michigan  Gas  Co. 

Missouri  and  lUinois Union  Electric  Co. 

Virginia  Virginia  Natural  Gas,  Inc. 

Ohio West  Ohio  Gas  Co. 

Wisconsin Wisconsin  Gas  Co. 

Wisconsin  Wisconsin  Natural  Gas  Co. 

Wisconsin  and  Michigan   Wisconsin  Public  Service  Corp. 

Wisconsin  Wisconsin  Southern  Gas  Co. 
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Appendix  B 
UDC  MEMBER  COMPANY  SERVICE  STATES 


STATEMENT  OF  DENNIS  KELLEY,  NATIONAL  FUEL  FUNDS  NETWORK 

Senator  Kohl.  Mr.  Kelley. 

Mr.  Kelley.  I  want  to  thank  the  chairman  of  the  committee  for 
the  opportunity  to  present  this  testimony. 

The  National  Fuel  Funds  Network  which  I  represent  as  chair- 
person supports  funding  for  LIHEAP  at  no  less  than  $1,475  billion 
for  the  1994-95  program  year.  The  NFFN  has  over  180  members 
in  40  States  representing  private  fuel  and  energy  assistance  funds 
and  others  who  are  gravely  concerned  about  the  ongoing  energy  cri- 
sis of  America's  poor.  Together,  the  over  370  fuel  and  energy  assist- 
ance funds  that  have  developed  in  the  last  15  years  raise  over  $44 
million  each  year  to  make  heating  and  cooling  bill  payments  on  be- 
half of  some  300,000  families  who  rank  among  the  poorest  of  the 
poor  in  America. 

LIHEAP,  however,  remains  the  largest  source  of  energy  assist- 
ance for  low  income  Americans,  Over  5  million  families  rely  on 
LIHEAP  to  help  them  make  it  through  the  cold  of  winter.  LIHEAP 
is,  however,  an  underfunded  program.  LIHEAP  has  contributed 
more  than  its  share  to  deficit  reduction  during  the  past  8  years, 
suffering  a  loss  of  over  $4  billion  in  funding  in  almost  4  million 
households  served  since  1985.  In  1983,  LIHEAP  served  only  20  per- 
cent of  the  25  million  LIHEAP  eligible  households. 

For  this  and  other  reasons,  the  NFFN  was  alarmed  to  learn  that 
the  administration's  1995  budget  proposed  to  rescind  50  percent  of 
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the  1994-95  advance  appropriation.  It  is  estimated  that  a  cut  of 
this  size  will  result  in  7  million  needy  individuals  being  left  lit- 
erally out  in  the  cold  next  winter.  Further  cuts  to  an  already  un- 
derfunded program  will  have  a  devastating  effect  on  the  poor.  In- 
creased instances  of  hypothermia,  hunger,  homelessness,  and  house 
fires  sparked  by  the  use  of  candles  and  unconventional  heating  de- 
vices, are  outcomes  faced  by  families  who  find  themselves  without 
heat  or  light  in  winter. 

A  1992  study  by  Boston  City  Hospital,  for  example,  showed  that 
the  number  of  emergency  room  visits  by  underweight  children  in- 
creased by  30  percent  after  the  coldest  months  of  the  year.  Re- 
searchers related  this  fact  to  high  heating  costs. 

A  1993  study  revealed  that  between  2  and  5  million  elderly 
Americans  suffered  from  what  is  termed  as  food  insecurity.  That  is, 
they  had  to  skip  meals  or  go  without  food  altogether  to  buy  medi- 
cine, pay  rent,  or  pay  utilities. 

Research  in  Philadelphia  found  that  termination  of  electric  or 
gas  service  contributed  to  home  abandonment,  and  cited  loss  of 
utility  service  as  a  factor  in  homelessness. 

An  analysis  of  fire  deaths  by  the  Philadelphia  Fire  Marshal 
linked  house  fire  fatalities  to  energy-related  causes.  The  Washing- 
ton Post  recently  reported  that  every  winter  hundreds  of  children 
are  killed  nationwide  in  fires  caused  by  desperate  efforts  to  keep 
warm  and  to  provide  light.  The  Baltimore  row  house  fire  last  Sat- 
urday was  typical.  Seven  of  the  victims  were  children,  and  the  fire 
was  blamed  on  candles  used  after  power  was  cut  because  of  unpaid 
bills. 

While  the  energy  crisis  of  the  late  seventies  is  over  for  most 
Americans,  the  energy  crisis  continues  and  actually  grows  for  low 
income  Americans.  Americans  living  in  poverty  increased  for  the 
third  consecutive  year  in  1992  to  37  million.  Energy  costs  have  not 
gone  down  but  have  increased.  LIHEAP  households  have  the  same 
incomes  they  did  over  10  years  ago  and  still  spend  the  same  per- 
centage of  their  income  for  energy  as  they  did  then,  some  three  to 
four  times  the  percent  by  middle  income  families. 

PREPARED  STATEMENT 

While  we  who  work  daily  with  the  needy  of  America  are  thankful 
that  $1,475  billion  was  reserved  for  the  upcoming  program  year  by 
a  forward-thinking  Congress,  we  now  ask  you  to  preserve  that  ad- 
vance appropriation.  We  respectfully,  but  urgently  request,  you  as 
you  make  very  difficult  funding  decisions  to  keep  in  mind  the  irre- 
placeable role  that  LIHEAP  plays  as  a  safety  net  for  millions  of  our 
Nation's  poor.  Your  actions  today  will  greatly  assist  those  who 
struggle  to  protect  themselves,  their  elderly  parents,  and  their  chil- 
dren from  the  extremes  of  weather. 

Thank  you. 

Senator  Kohl.  Thank  you,  Mr.  Kelley. 

[The  statement  follows:] 

Statement  of  J.  Dennis  Kelley 

I  want  to  thank  the  Chairman  and  the  members  of  the  committee  for  the  oppor- 
tunity to  submit  this  testimony.  The  National  Fuel  Funds  Network  (NFFN),  which 
I  represent  as  Chairperson,  supports  adequate  funding  for  the  Low  Income  Home 
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Energy  Assistance  Program  (LIHEAP)  at  no  less  than  the  advance  appropriation  of 
$1,475  bilhon  for  the  1994/1995  program  year. 

The  National  Fuel  Funds  Network  has  over  180  members  in  40  states  and  the 
District  of  Coltunbia.  Our  members  represent  private  fuel  and  energy  assistance 
funds  and  others  who  are  gravely  concerned  about  the  ongoing  energy  crisis  of 
America's  poor.  Together  the  370  plus  fiiel  and  energy  assistance  funds  that  have 
developed  in  the  last  fifteen  years  raise  private  energy  assistance  dollars  at  the  local 
level  to  supplement  inadequate  LIHEAP  funding.  Nationally  fuel  funds  make  heat- 
ing and  cooling  bill  assistance  payments  of  over  $44  million  each  year  on  behalf  of 
some  300,000  families.  These  families  rank  among  the  "poorest  of  the  poor"  in 
America. 

LIHEAP  remains  the  largest  source  of  energy  assistance  for  low-income  Ameri- 
cans. In  1993,  5.2  million  /Snerican  families  relied  on  LIHEAP  to  help  them  make 
it  through  the  cold  of  winter  and  the  heat  of  summer.  LIHEAP,  however,  is  an 
under-funded  program.  LIHEAP  has  contributed  more  than  its  share  to  deficit  re- 
duction during  the  past  eight  years,  suffering  a  cumulative  loss  of  over  $4  billion 
in  funding  and  almost  4  million  households  served  since  1985.  In  1993,  LIHEAP 
served  onJv  about  20  percent  of  the  25.4  million  households  estimated  to  have  in- 
comes under  the  LIHEAP  statute's  eligibility  standard  and  served  only  about  31 
percent  of  the  16.6  million  households  estimated  to  be  eligible  under  the  stricter  eli- 
gibility criteria  used  by  most  states. 

It  is  for  this  reason  that  the  NFFN  is  alarmed  and  appalled  to  learn  that  the  Ad- 
ministration's 1995  budget  proposal  rescinds  50  percent  of  the  1994/1995  "advance 
appropriation"  for  LIHEAP.  It  is  estimated  that  a  cut  of  this  size  will  result  in  2.6 
million  households,  roughly  7  million  needy  individuals,  being  left  literally  "out  in 
the  cold"  next  winter. 

Further  cuts  to  an  already  underfunded  program  will  have  a  devastating  effect 
on  the  poor  of  our  country.  In  fiscal  year  1991,  nearly  50  percent  of  LIHEAP  recipi- 
ent households  had  average  annual  incomes  of  less  than  $6,000.  Over  70  percent 
of  LIHEAP  recipient  households  had  average  annual  incomes  at  or  below  $8,000. 
We  can  better  understand  the  difficult  decisions  facing  LIHEAP  recipients  if  we 
imagine  how  hard  it  would  be  just  to  feed  oneself  with  this  simount — which  is  less 
than  $8  per  day  per  household  member — and  also  pay  for  housing,  heat  and  other 
essentials. 

Increased  instances  of  hunger,  homelessness  and  house  fires,  sparked  by  the  use 
of  candles  and  unconventional  heating  devices,  are  some  of  the  possible  outcomes 
faced  by  families  who  find  themselves  without  heat  or  light  in  winter. 

A  1992  study  by  Boston  City  Hospital  showed  that  the  number  of  emergency  room 
visits  by  underweight  children  increased  by  30  percent  after  the  coldest  months  of 
the  year,  further  demonstrating  the  "Heat  or  Eat"  dilemma  many  families  face  each 
winter.  Researchers  postulated  that  "the  population  reflected  increased  caloric  de- 
mand because  of  cold  stress  and  illness  and  decreased  caloric  (i.e.  food)  availability 
because  of  economic  stress  imposed  by  high  heating  costs."  The  study  further  point- 
ed out  that  the  effects  of  malnutrition  immediately  threaten  the  immune  defenses 
of  a  child  causing  increased  infection  and  illness.  The  long  term  effects  of  malnutri- 
tion can  be  much  more  devastating  when  a  child's  growth  and  learning  capabilities 
are  permanently  diminished. 

A  1993  study  revealed  that  2.5  million  to  4.9  million  elderly  Americans  suffered 
from  what  is  termed  as  "food  insecurity — that  is,  the  person  had  no  food  in  the 
house  and  no  money  to  buy  it.  They  had  to  "skip  meals"  or  had  to  forgo  food  alto- 
gether in  order  to  buy  medicine,  pay  the  rent  or  pay  the  utilities. 

Research  in  Philadelphia  found  that  after  termination  of  electric  service,  an  aver- 
age of  32  percent  of  the  homes  were  abandoned  within  one  year;  22  percent  after 
the  termination  of  gas  service.  Forty-nine  percent  of  Philadelphia  emergency  hous- 
ing providers  who  were  surveyed  in  a  1991  Temple  University  study  cited  loss  of 
utility  service  as  a  factor  in  homelessness. 

An  analysis  of  fire  deaths  by  the  Philadelphia  Fire  Marshall  linked  house  fire  fa- 
talities to  energy-related  causes.  Additional  studies  disclosed  that  fatal  fires  dis- 
proportionately take  the  hves  of  children.  The  Washington  Post  recently  reported 
that  every  winter,  hundreds  of  children  are  killed  nationwide  in  fires  caused  by  des- 
perate efforts  to  keep  warm  or  to  light  darkened  dwellings.  On  December  7th,  1993, 
two  Washington,  D.C.  children  died  in  a  blaze  that,  according  to  fire  officials,  had 
been  caused  by  candles.  In  Tempe,  Arizona,  three  children  were  badly  burned  when 
a  faulty  kerosene  heater  ignited  their  home. 

While  the  energy  crisis  of  the  late  1970's  is  over  for  most  Americans,  the  energy 
crisis  continues  and  grows  for  low  income  Americans.  Americans  living  in  poverty 
increased  for  the  third  consecutive  year  in  1992  to  more  than  36.9  million  individ- 
uals. The  poor  comprise  14.5  percent  of  the  total  population;  the  highest  percentage 
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in  the  past  thirty  years.  Children  living  in  poverty  reached  14.6  million.  One  in  four 
children  under  the  age  of  six  years  lived  in  poverty  in  1992. 

In  response  to  a  letter  from  Senator  Harris  Wofford,  who  wrote  in  support  of  ade- 
quate funding  for  LIHEAP  in  the  President's  1995  budget,  President  Clinton  stated, 
'Today,  the  percentage  of  earnings  that  low-income  families  spend  on  heating  their 
homes  is  about  half  what  it  was  in  the  late  1970's."  We  feel  strongly  that  President 
Clinton  is  wrong  and  energy  costs  have  not  gone  down,  but  increased.  LIHEAP  re- 
cipient households  have  the  same  incomes  as  they  did  over  ten  years  ago  and  still 
spend  the  same  percentage  of  their  income  for  heating  as  they  did  then — some  three 
to  four  times  the  percent  spent  by  middle-income  families. 

In  1981,  for  example,  approximately  85  percent  of  LIHEAP  recipient  households 
had  incomes  below  $10,000  a  year.  In  1991,  a  similar  amount,  approximately  82  per- 
cent, had  incomes  below  $10,000.  Moreover,  information  provided  by  the  National 
Association  of  Regulatory  Utility  Commissioners  (NARUC)  disclosed  that  the  heat- 
ing bill  for  a  typical  natural  gas  customer  in  Little  Rock,  Arkansas,  in  the  three 
month  period  of  December,  1980,  through  February,  1981,  totalled  $73.22.  By  com- 
parison, the  heating  bill  for  the  same  period  in  1992-93  was  $197.23 — an  increase 
of  over  two  and  one  half  times.  In  fact,  the  actual  amount  paid  during  the  same 
winter  months  also  increased  in  cities  such  as  Washington,  D.C.,  Chicago,  St.  Louis 
and  Boston. 

It  is  also  likely  that  winter  natural  gas  bills  will  skyrocket  in  the  future  with  the 
full  effects  of  FERC  Order  636  and  the  depletion  of  whatever  is  left  of  the  natural 
gas  surplus  as  a  result  of  the  severe  cold  weather  experienced  this  winter  in  most 
parts  of  the  country.  Potential  increases  to  natural  gas  prices  are  of  particular  im- 
portance because  over  50  percent  of  low-income  households  heat  with  natural  gas, 
while  only  13  percent  use  mel  oil  as  their  main  heating  source. 

In  my  home  state  of  Missouri,  it  is  estimated  that  a  50  percent  reduction  in  the 
1994/1995  LIHEAP  program  year  advance  appropriation  will  result  in  the  elimi- 
nation of  approximately  84,000  households — households  with  estimated  average  an- 
nual incomes  of  only  $6,600.  These  households  will  ^o  unserved  by  the  LIHEAP  pro- 
gram in  order  to  maintain  a  reasonable  grant  size  for  the  remaining  Missouri 
LIHEAP  recipients. 

To  further  illustrate  the  crucial  safety  net  aspect  of  LIHEAP,  it  should  be  noted 
that  in  1986,  when  Missouri  lowered  its  income  eUgibility  level  from  150  percent 
to  125  percent  of  poverty  due  to  LIHEAP  funding  cuts,  only  about  3,000  recipient 
households  out  of  a  total  of  over  120,000  households  became  ineligible  for  assistance. 
Current  computer  analysis  provided  by  the  Missouri  Department  of  Social  Services 
indicates  that  if  a  further  tightening  of  income  eligibility  standards  to  110  percent 
of  poverty  becomes  necessary  as  a  result  of  a  50  percent  reduction  in  LIHEAP  fund- 
ing, only  2,500  recipients  households  will  become  ineligible.  These  projected  figures 
show  that  the  Missouri  LIHEAP  program,  like  many  other  states,  is  serving  the 
poorest  and  most  vulnerable  of  its  citizens. 

Some  may  suggest  that  private  fuel  funds  and  other  charitable  contributions  will 
make  up  the  deficit  resulting  from  a  cut  in  LIHEAP  funding.  As  thankful  as  we  are 
for  the  continued  generous  response  from  our  private  donors  across  the  country,  we 
are  painfully  aware  that  our  efforts  still  fall  far  short  of  the  need.  In  fact,  all  of 
the  monies  raised  and  distributed  by  fuel  funds  over  the  last  fifteen  years,  over  $412 
milhon,  fall  far  short  of  the  funding  cut  proposed  by  the  Administration.  Privately 
raised  energy  assistance  dollars  can  only  supplement  LIHEAP  and  can  never  take 
its  place. 

While  we  who  work  daily  with  the  needy  of  America  are  thankful  that  $1,475  bil- 
lion were  reserved  for  the  upcoming  program  year  by  a  forward  thinking  Congress, 
we  now  ask  you  to  preserve  that  "advance  appropriation"  for  the  1994-95  program 
year.  We  respectfully,  but  urgently  request  you,  as  you  make  difficult  funding  deci- 
sions, to  keep  in  mind  the  irreplaceable  role  that  LIHEAP  plays  as  a  safety  net  for 
millions  of  our  nation's  poor.  Your  actions  today  will  greatly  assist  those  who  daily 
struggle  to  protect  liiemselves,  their  elderly  parents  and  their  children  from  the  ex- 
tremes of  weather.  Thank  you  for  your  carefiil  consideration  of  this  testimony. 

STATEMENT  OF  TERRY  MURPHY,  AMERICAN  GAS  ASSOCIATION 

Senator  Kohl.  Mr.  Murphy. 

Mr.  MURPHY.  Thank  you,  Senator  Kohl  and  staff  for  the  oppor- 
tunity to  appear  here  today.  I  am  Terry  Murphy,  vice  president  of 
Columbia  Gas  of  Pennsylvania.  Today,  I  am  appearing  on  behalf  of 
AGA,  the  American  Gas  Association,  comprised  of  companies  that 
serve  over  90  percent  of  the  gas  consumed  in  this  country. 
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I  am  pleased  to  have  this  opportunity;  however,  we  are  disturbed 
by  the  administration's  request  to  drastically  cut  LIHEAP.  The  cut 
of  over  50  percent  now  requested  by  the  administration  would  re- 
sult in  funding  far  below  the  minimum  necessary  to  sustain  the 
program. 

President  Clinton  has  repeatedly  called  upon  the  more  fortunate 
to  do  their  part  in  assisting  others.  The  concept  is  inherent  in 
LIHEAP,  which  is  a  public  sector  program  that  has  private  sector 
partners.  Consistent  with  President  Clinton's  philosophy,  AGA 
member  companies  have  accepted  their  share  of  the  responsibil- 
ities. These  companies  have  developed  innovative  and  effective  pro- 
grams to  assist  low-income  consumers  by  putting  company  money 
and  human  resources  to  work. 

At  Columbia  Gas  we  match  nearly  50  cents  of  every  $1  in 
LIHEAP  funds  for  low-income  customers.  We  are  involved  in  sev- 
eral company  sponsored  community-based  programs.  We  provide 
blankets,  energy  assistance,  budget  counseling,  payment  plans, 
stockholder  contributions  to  consumers  who  live  on  low  incomes.  By 
providing  outreach  services  to  customers  in  their  homes,  we  at  Co- 
lumbia have  learned  first  hand  that  generalizations  and  stereo- 
types regarding  the  people  who  need  LIHEAP  assistance  may  be 
harmfully  misleading. 

Our  experience  at  Columbia  is  that  LIHEAP  recipients  are  fami- 
lies in  crisis  which  would  test  the  best  among  us.  These  people  are 
better  described  as  workers  who  earn  low  wages,  people  with  dis- 
abilities, the  medically  uninsured,  single  parents  and  their  chil- 
dren, and  workers  without  jobs.  In  this  light,  LIHEAP  and  the 
services  Columbia  provides  enables  families  and  other  LIHEAP  re- 
cipients to  become  self-sufiicient  while  they  weather  a  temporary 
misfortune. 

LIHEAP  funding  is  inadequate.  The  essence  of  the  crisis  is  cap- 
tured with  a  few  disturbing  facts.  Only  24  percent  of  the  house- 
holds eligible  for  LIHEAP  currently  receive  assistance.  Second,  the 
Department  of  Health  and  Human  Services  report  that  over  5  mil- 
lion households  received  assistance  in  1993,  but  this  was  1.2  mil- 
lion fewer  than  received  this  assistance  the  year  before.  LIHEAP 
funds  cover  about  one-third  of  energy  costs  and  over  70  percent — 
70  percent — of  households  that  currently  receive  LIHEAP  support 
have  incomes  of  less  than  $8,000. 

PREPARED  STATEMENT 

In  closing,  Senator  Kohl,  AGA  asks  Congress  to  strengthen  the 
efforts  of  those  of  us  at  the  State  and  local  levels  by  maintaining 
the  current  level  of  LIHEAP  funding  at  $1,475  billion  and  support- 
ing the  concept  of  advance  appropriations  that  Congress  has  pro- 
vided for  the  past  2  years.  A  cut  at  this  time  in  fiscal  year  1995 
can  seriously  undermine  this  public-private  partnership  that 
LIHEAP  has  helped  to  forge. 

Thank  you  very  much. 

Senator  KoHL.  Thank  you,  Mr.  Murphy. 

[The  statement  follows:] 
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Statement  of  Terry  Murphy 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Terry  Murphy,  Vice  Presi- 
dent of  Columbia  Gas  of  Pennsylvania,  which  is  one  of  five  natural  gas  distribution 
companies  within  the  Columbia  Gas  System.  Together,  these  five  companies  provide 
natural  gas  service  to  nearly  2  million  customers  in  Kentucky,  Maryland,  Ohio, 
Pennsylvania,  and  Virginia.  Today,  I  am  appearing  on  behalf  of  the  American  Gas 
Association  (A.G.A.),  a  national  trade  association  comprised  of  approximately  275 
natural  gas  distribution  and  transmission  companies  that  serve  over  90  percent  of 
the  gas  consumers  in  this  country.  I  am  pleased  to  have  this  opportunity  to  appear 
before  the  Subcommittee  in  support  of  the  Low-Income  Home  Energy  Assistance 
Program  (LIHEAP). 

We  want  to  compliment  you,  Mr.  Chairman  for  your  salwart  support  of  the 
LIHEAP  program  over  the  years  and  particularly  since  you  became  chairman  of  this 
subcommittee  more  than  three  years  ago.  Without  your  support  and  of  each  member 
of  this  subcommittee,  LIHEAP  funding  would  certainly  be  well  below  where  it  is 
today. 

We  are  disturbed  by  the  Administration's  request  for  drastic  LIHEAP  cuts.  We 
support  its  original  recommendation  of  $1,475  billion  for  the  first  nine  months  of 
the  fiscal  year  1995  LIHEAP  program  year  as  the  minimum  level  of  funding  nec- 
essary to  sustain  an  effective  program.  The  cut  of  over  50  percent  for  fiscal  year 
1995  results  in  funding  far  below  the  minimum  necessary  to  sustain  the  program. 
We  know  you  continue  to  face  budget  constraints  and  difficult  budget  choices,  but 
we  urge  you  to  maintain  current  LIHEAP  funding  levels  of  $1,475  billion. 

THIS  administration's  COMMITMENT 

LIHEAP  was  established  to  meet  a  need  that  remains  acute — the  need  to  provide 
warmth  to  families,  especially  children  and  senior  citizens  that  cannot  afford  this 
very  basic  necessity.  America's  poor  represent  14.5  percent  of  our  population,  a 
higher  number  than  at  any  time  in  the  past  30  years.  The  number  of  Americans 
living  below  the  poverty  line  has  increased  for  the  third  consecutive  year.  Children 
living  in  poverty  reached  14.6  million  in  1992,  accounting  for  the  embarrassing  fact 
that  the  United  States  has  the  highest  level  of  child  poverty  among  the  leading  in- 
dustrial nations.  One  in  four  children  under  the  age  of  six  lives  in  poverty.  We  urge 
you  to  exert  your  vision  and  renew  your  commitment  to  the  American  people  and 
maintain  the  LIHEAP  program  which  has  been  a  vital  source  of  assistance. 

This  is  not  the  time  to  abandon  a  program  that  works  so  successfully  and  has 
the  support  of  private  industry  as  well  as  the  American  people.  Fraud  or  waste  has 
never  been  associated  with  LIHEAP  and  there  is  a  10  percent  cap  on  administrative 
costs.  The  vast  majority  of  the  money  goes  to  helping  people  stay  warm  or  making 
their  homes  warmer  through  weatherization.  It  is  ironic  that  this  Administration 
would  contemplate  proposing  drastic  cuts  for  LIHEAP  funding. 

PUBLIC  sector/private  SECTOR  COMBINED  EFFORTS 

President  Clinton  has  repeatedly  called  upon  the  more  fortunate  to  do  their  part 
in  assisting  others.  That  concept  is  inherent  in  LIHEAP  which  is  a  public  sector  pro- 
gram that  has  a  private  sector  partner  in  the  fuel  fund  concept.  Originally  started 
as  a  private  sector  response  to  LIHEAP,  fuel  funds  and  other  company-sponsored 
programs  reflect  increased  generosity  on  the  part  of  middle  and  upper-income  Amer- 
icans when  most  charities  have  seen  a  reduction  in  contributions.  We  think  this  in- 
creased generosity  stems  from  two  sentiments  held  by  the  public:  People,  especially 
the  elderly  and  the  very  young,  should  not  be  without  a  necessity  as  basic  as  heat 
during  the  cold  winter  months;  and  there  is  an  escalating  need  to  help  families  with 
their  heating  bills.  While  the  public  expresses  its  concerns  through  charitable  dona- 
tions, participation  from  the  federal  government  is  crucial. 

The  National  Fuel  Fund  Network  survey  in  1987  found  that  fuel  funds  distributed 
just  over  $31  million  to  193,000  households.  In  just  four  years,  the  increases  were 
significant:  the  1991  survey  showed  a  17  percent  increase  in  funds  distributed  (over 
$46  milHon)  to  over  396,000  households — an  increase  of  over  105  percent.  This  gen- 
erosity is  a  testament  to  the  support  of  middle  income  Americans  for  LIHEAP. 

Consistent  with  President  Clinton's  philosophy,  A.G.A.'s  member  companies  have 
accepted  their  share  of  the  responsibility.  A.G.A.'s  member  companies  have  devel- 
oped innovative  and  effective  programs  to  assist  low-income  consumers  by  putting 
company  money  and  human  resources  to  work.  The  utility  industry  contributes  mil- 
lions of  dollars  to  assist  those  who  can  not  pay  their  bills.  This  assistance  is  given 
through  a  variety  of  efforts  such  as  "special  cares"  and  forgiveness  programs,  budget 
counselors,  extended  payment  plans,  social  service  counselors,  stockholder  contribu- 
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tions,  and  fuel  funds.  These  programs  are  designed  to  help  the  elderly,  single  par- 
ents, the  unemployed  or  underemployed,  and  persons  with  disabilities. 

Columbia  Gas  is  involved  in  many  company-sponsored  and  community  based  pro- 
grams. These  programs  provide  clothes,  blankets,  energy  assistance,  and  home 
weatherization  to  our  customers  who  live  on  low  incomes.  One  of  the  things  that 
we  have  learned  at  Columbia  Gas  by  providing  outreach  services  to  customers  in 
their  homes  is  that  generalizations  and  stereotypes  regarding  the  people  who  need 
LIHEAP  assistance  may  be  harmfully  misleading.  Labels  such  as  "elderly,"  "welfare 
recipient,"  and  "chronically  poor"  mislead  as  much  as  they  help.  Our  experience  at 
Columbia  Gas  is  that  LIHEAP  recipients  are  families  in  crises  which  would  test  the 
best  amongst  us.  These  people  are  better  described  as  "workers  who  earn  low 
wages,"  "people  with  disabilities,"  "the  medically  uninsured,"  "single  parents  and 
their  children,"  and  "workers  without  jobs."  In  this  light,  LIHEAP  and  the  services 
Columbia  Gas  provide  enables  families  and  other  LIHEAP  recipients  to  become  self 
sufficient  while  they  weather  a  temporary  misfortune. 

Another  A.G.A.  company,  MichCon,  invests  close  to  $10  million  annually  to  help 
low-income  customers  conserve  energy,  manage  their  bills  more  effectively,  and  in 
many  instances  perform  rather  dramatic  weatherization-related  repairs  to  their 
homes,  even  to  the  point  of  completely  replacing  furnace  systems.  MichCon  fiirther 
invests  close  to  $2  million  annually  in  shareholder  funds  to  provide  direct  energy 
assistance  that  supplements  federal  and  state  efforts.  These  t5rpes  of  outreach  ef- 
forts are  typical  of  the  level  of  service  provided  by  our  member  companies. 

Despite  the  efforts  of  A.G.A.  member  companies,  fuel  fund  programs  and  other 
company-sponsored  programs,  the  need  for  adequate  federal  funding  of  LIHEAP  re- 
mains imperative.  While  these  efforts  are  valuable,  they  supplement  and  do  not  sup- 
plant the  need  for  adequate  LIHEAP  funding. 

LIHEAP  IS  VITAL 

Below  normal  temperatures  is  leading  to  increased  fuel  consxmiption  and  con- 
sequently higher  heating  bills.  In  some  areas  we  have  seen  a  drop  in  temperatures 
by  as  much  as  15  percent  and  in  other  areas  by  as  much  as  25  percent.  Each  drop 
in  temperature  by  one  degree  results  in  a  1  percent  increase  in  fuel  costs.  One  mem- 
ber company  in  Pennsylvania  reported  that  its  average  residential  bills  for  the 
month  of  January  jumped  by  25  percent  as  compared  to  its  January  bills  from  pre- 
vious years.  The  Peoples  Natural  Gas  Company  reported  that  application  requests 
for  LIHEAP  tripled  as  compared  to  a  year  ago.  While  1,000  applications  was  re- 
quested in  January  of  1993,  over  3,000  applications  were  requested  this  pass  Janu- 
ary by  residents  living  in  the  area  served  by  Peoples  Natural  Gas.  Fuel  funds  across 
this  nation  are  depleted  and  preliminary  indications  are  that  energy  assistance  dol- 
lars will  be  needed  at  an  unprecedented  rate. 

Adequate  LIHEAP  funding  is  as  important  now  as  it  ever  was.  LIHEAP  recipients 
already  spend  an  unduly  large  portion  of  family  income  for  energy.  For  example,  in 
Southern  Connecticut's  service  area,  there  are  90,000-100,000  households  with  en- 
ergy bills  accounting  for  7-20  percent  of  their  annual  income.  By  contrast,  most 
Americans  pay  between  2-4  percent  of  their  annual  income  on  energy  bills.  Studies 
have  repeatedly  shown  that  low-income  families  pay  a  much  greater  share  of  their 
incomes  for  energy  costs  than  do  other  families.  According  to  the  most  recent  HHS 
Report  to  Congress  on  LIHEAP  (covering  the  years  through  1990),  households  with 
incomes  below  125  percent  of  the  poverty  level  spend  approximately  four  times  more 
(13.2  percent  of  income)  for  energy  than  all  American  households  combined  (3.1  per- 
cent of  income). 

LIHEAP  does  more  than  provide  energy  assistance  to  those  in  need.  LIHEAP  al- 
lows low-income  families  tne  opportunity  to  meet  other  needs.  A  reduction  in 
LIHEAP  is  a  reduction  in  a  family's  ability  to  buy  medical  care,  food,  and  other  es- 
sentials. 

Proposals  such  as  the  earned  income  tax  credit  (EITC)  while  significant  is  not  a 
substitute  for  LIHEAP.  EITC  is  available  only  to  working  families.  Unemployed  per- 
sons and  senior  citizens  are  unable  to  benefit  fi-om  EITC.  Currently,  25  percent  of 
those  receiving  LIHEAP  are  over  65  years  of  age. 

LIHEAP  funding  is  inadequate.  The  essence  of  the  crises  is  captured  with  a  few 
disturbing  facts:  (1)  Only  24  percent  of  households  eligible  for  LIHEAP  currently  re- 
ceive LIHEAP  assistance  based  on  recent  estimates;  (2)  The  Department  of  Health 
and  Human  Services  reported  that  over  five  million  households  received  assistance 
from  LIHEAP  in  fiscal  year  1993 — ^this  was  1.2  million  fewer  households  than  the 
previous  year;  (3)  LIHEAP  funds  covered  about  one-third  of  the  energy  costs  for  eli- 
gible households;  and  (4)  Over  70  percent  of  the  households  that  currently  receive 
LIHEAP  support  have  incomes  of  less  than  $8,000. 
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Even  more  disturbing  is  the  fact  that  these  statistics  will  be  worsened  by  the  ab- 
normally low  temperatures  and  harsh  weather  conditions  that  the  nation  has  been 
experiencing.  Ideally,  LIHEAP  funding  should  be  sufficient  to  ensure  low-income 
families  a  reasonable  opportunity  to  meet  their  energy  bills  and  gain  control  ena- 
bling them  to  live  productive  lives.  Not  only  is  current  LIHEAP  funding  not  ade- 
?iuate  to  meet  the  energy  needs  of  LIHEAP  recipients,  but  each  year  fewer  and 
ewer  households  are  able  to  receive  any  level  of  LIHEAP  assistance. 

In  closing  we  ask  Congress  to  strengthen  the  efforts  of  those  of  us  at  the  state 
and  local  levels  by  maintaining  the  current  level  of  LIHEAP  funding  at  $1,475  bil- 
lion for  fiscal  year  1995  and  supporting  the  concept  of  advance  appropriations  that 
Congress  has  provided  for  in  the  past  two  years.  A  cut  at  this  time  in  fiscal  year 
1995  funding  for  LIHEAP  is  unacceptable. 

STATEMENT  OF  ANNETTE  JOHNSTON,  EDISON  ELECTRIC  INSTITUTE 

Senator  KoHL.  Annette  Johnston. 

Ms.  Johnston.  Thank  you.  Good  morning,  Mr.  Chairman.  I  am 
Annette  Johnston,  and  I  am  manager  of  customer  services  at  lowa- 
IlHnois  Gas  and  Electric  Co.,  in  Davenport,  I  A.  Thank  you  for  the 
opportunity  to  testify  today.  And  on  behalf  of  my  company  and  the 
Edison  Electric  Institute  I  thank  you  and  the  subcommittee  for 
your  strong  leadership  and  support  of  LIHEAP  funding. 

In  1982,  Iowa-Illinois  Gas  and  Electric  Co.,  was  among  the  first 
utilities  in  the  Nation  and  the  first  in  Iowa  or  Illinois  to  establish 
a  customer  and  shareholder  contribution  fund.  While  that  program 
has  grown  over  the  years  and  we  are  very  proud  of  that,  it  nas  also 
shown  us  that  customer  contribution  funds  cannot  be  a  substitute 
for  the  Federal  LIHEAP  commitment. 

Additionally,  my  company  has  been  very  involved  over  the  years 
with  various  energy  assistance  programs  in  both  the  States  we 
serve,  Iowa  and  Illinois.  These  programs  included  many  public  and 
private  partnerships,  both  in  the  administration  aspects  and  in 
funding.  Sadly,  our  experiences  have  shown  that  all  too  many  of 
our  low  income  customers  simply  do  not  have  enough  money  to 
maintain  an  adequate  standard  of  living.  Time  and  again  we  have 
seen  programs  fail  and  fail  again  because  they  could  not  deal  with 
this  fundamental  problem. 

In  successful  programs,  however,  we  have  seen  that  LIHEAP  has 
been  the  cornerstone  to  meeting  the  customer's  energy  assistance 
needs.  In  fact,  LIHEAP  is  the  only  federally  funded  program  that 
provides  direct  energy  assistance  to  low  income  households,  wheth- 
er they  are  receiving  any  other  kind  of  assistance  or  not.  For  exam- 
ple, about  15  percent  of  my  company's  low  income  LIHEAP  recipi- 
ents are  the  working  poor,  and  they  receive  no  other  kinds  of  in- 
come support. 

Looking  at  it  another  way,  consider  the  standards  established  by 
HUD:  Housings  affordable  of  rent  and  utilities  consume  no  more 
than  30  percent  of  the  household's  income.  A  review  of  my  compa- 
ny's LIHEAP  recipients  for  1  year  shows  that  over  60  percent  of 
them  failed  HUD's  criteria  on  the  basis  of  their  rent  or  their  house 
payment  alone,  without  any  consideration  at  all  for  their  energy 
bill,  their  heat,  or  light. 

And  nationally,  over  70  percent,  as  we  have  heard,  of  the 
LIHEAP  recipient  households  have  annual  incomes  of  less  than 
$8,000.  In  Iowa  last  year,  36  percent  of  the  State's  LIHEAP  recipi- 
ents had  one  or  more  persons  over  the  age  of  60  and  another  20 
percent  received  aid  to  families  with  dependent  children.  This  is 
why  we  feel  LIHEAP  is  so  important  and  why  we  urge  the  sub- 
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committee  to  maintain  the  current  advance  appropriation  of  $1,475 
billion  for  the  first  9  months  of  fiscal  year  1995. 

PREPARED  STATEMENT 

We  also  urge  you  to  include  an  advance  appropriation  amount  at 
or  above  the  current  service  levels  for  LIHEAP's  1995-96  program 
year.  We  believe  it  is  crucial  that  Congress  continue  to  support 
LIHEAP's  new  program  year  of  July  1  to  June  30.  This  way,  pro- 
grams can  be  developed  in  the  States.  They  have  time  to  plan.  And 
more  importantly,  the  households  have  time  to  plan  before  the  win- 
ter heating  season  starts. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Annette  J.  Johnston 

Mr.  Chairman  and  Members  of  the  subcommittee,  I  am  Annette  J.  Johnston,  man- 
ager of  the  customer  services  department  for  Iowa-Illinois  Gas  and  Electric  Com- 
pany, Davenport,  Iowa.  I  am  testifying  today  on  behalf  of  my  own  company  and  the 
Edison  Electric  Institute  (EEI),  the  association  of  the  nation's  investor-owned  elec- 
tric utilities.  EEI's  member  companies  generate  approximately  78  percent  of  all  elec- 
tricity produced  in  the  United  States  and  provide  electric  service  to  76  percent  of 
the  nation's  ultimate  consumers. 

I  appreciate  this  opportunity  to  appear  before  the  subcommittee  to  express  our 
support  and  EEI's  support  for  the  Low-Income  Home  Energy  Assistance  Program 
(LIHEAP).  We  also  want  to  thank  the  Members  of  this  subcommittee  for  their  lead- 
ership and  strong  support  for  LIHEAP  funding. 

Iowa-Illinois  Gas  and  Electric  and  EEI  strongly  support  the  current  advance  ap- 
propriation of  $1,475  billion  for  the  first  nine  )aonths  of  fiscal  year  1995  approved 
by  Congress  last  year  (Public  Law  103-112).  We  beUeve  this  is  the  minimum  fund- 
ing level  needed  to  maintain  an  adequate  federal  energy  assistance  program. 

LIHEAP  is  the  only  federally  funded  program  which  directly  provides  benefits  to 
help  millions  of  low-income  households  meet  their  basic  energy  needs.  A  significant 
reduction  in  LIHEAP  funding  of  the  magnitude  proposed  by  the  Administration  in 
its  fiscal  year  1995  budget  would  reduce  the  program  to  a  stop-gap  crisis  assistance 
program.  States  would  be  faced  with  the  choice  of  either  dropping  roughly  2.6  mil- 
lion households  from  the  program  or  slashing  the  average  benefit  to  just  over  $100 
to  each  recipient. 

The  acute  need  for  LIHEAP  funding  was  starkly  demonstrated  just  last  month 
when  Congress  autiiorized  the  Department  of  Heallii  and  Human  Services  to  target 
up  to  $300  million  in  LIHEAP  emergency  fiinds  to  states  impacted  by  this  winter's 
severe  cold  weather.  This  funding,  which  was  included  in  the  fiscal  year  1994  emer- 
gency supplemental  appropriations  bill  (H.R.  3759),  is  desperately  needed  by  the 
states  to  help  supplement  the  $1,437  billion  already  appropriated  for  LIHEAP  for 
fiscal  year  1994.  The  inadequacy  of  $1,437  billion  to  help  meet  low-income  Ameri- 
cans' energy  needs  this  winter — and  the  support  of  Congress  and  the  Administration 
to  provide  additional  funds — speaks  eloquently  to  the  impact  that  a  50  percent  re- 
duction in  LIHEAP  funding  would  have  on  this  nation's  poorest  citizens. 

The  need  for  LIHEAP  has  not  declined  over  the  years.  As  a  percentage  of  income, 
low-income  households  continue  to  pay  three  to  four  times  what  all  households  com- 
bined pay  for  residential  energy  costs  (11.8  percent  versus  3.2  percent,  respectively). 
LIHEAP  funds  help  to  meet  part  of  those  costs,  although  the  average  annual 
LIHEAP  benefit  is  only  approximately  $215  out  of  an  average  annual  household 
home  energy  bill  of  $994. 

Over  70  percent  of  households  who  receive  LIHEAP  funding  have  annual  incomes 
of  less  than  $8,000.  Many  LIHEAP  recipients  are  elderly  citizens  or  households  with 
children — the  most  vulnerable  of  Americans.  A  recent  three-year  study  by  Boston 
City  Hospital  of  medically  indigent  children  examined  in  the  emergency  room  found 
a  30  percent  increase  in  underweight  children  after  the  coldest  months  of  the  win- 
ter. Many  of  the  federal  programs  designed  to  assist  low-income  Americans  simply 
will  not  be  as  effective  if  these  Americans  are  being  forced  to  make  choices  among 
life's  necessities.  LIHEAP  funds  help  low-income  families  meet  their  basic  energy 
needs. 
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Only  about  24  percent  of  eligible  households  currently  receive  LIHEAP  funding. 
To  help  meet  the  remaining  need,  the  majority  of  EEI's  member  companies  have  es- 
tablished programs  to  assist  low-income  families  in  paying  their  energy  bills.  In  ad- 
dition to  special  payment  plans,  many  utilities  help  their  low-income  customers  ob- 
tain assistance  from  a  variety  of  private  and  public  sources. 

Utility  companies  provide  48  percent  of  the  funds  for  the  country's  fuel  funds, 
which  operate  in  44  states  and  the  District  of  Columbia.  Private  fuel  fund  resources 
have  increased  steadily  over  the  years.  In  1991,  fuel  funds  provided  over  $46  million 
to  more  than  396,000  households. 

In  1982,  Iowa-Illinois  was  among  the  first  utilities  in  the  nation,  and  the  first  in 
Iowa  or  Illinois,  to  begin  a  customer  contribution  fund.  This  fund,  which  is  matched 
by  shareholder  contributions,  has  provided  much  needed  assistance  to  low-income 
customers  in  meeting  their  energy  needs.  While  our  program  has  grown  over  the 
years,  it  has  also  shown  us  that  customer  contribution  funds  cannot  be  expected  to 
be  a  substitute  for  the  federal  LIHEAP  commitment. 

Over  the  years,  Iowa-Illinois  has  been  deeply  involved  with  different  pilot  and 
full-scale  programs  in  both  states  to  address  our  customers'  energy  assistance  needs. 
Time  does  not  permit  a  detailing  of  each  program's  specifics.  However,  the  diverse 
programs  have  given  us  experience  with  a  variety  of  approaches  which  have  in- 
cluded combinations  of  LIHEAP  grants,  budget  and  financial  counseling,  numerous 
pajonent  plans,  referrals  for  other  kinds  of  assistance,  energy  conservation  training, 
weatherization  measures  and  different  ranges  of  rebates  and  additional  energy  as- 
sistance payments.  These  programs  included  many  public  and  private  partnerships 
for  funding  and  administration. 

Experience  with  these  programs  has  heightened  our  awareness  of  our  low-income 
customers'  energy  assistance  needs  and  the  types  of  approaches  which  can  most  suc- 
cessfully meet  their  needs.  Sadly,  all  too  many  of  our  low-income  customers  simply 
do  not  have  enough  money  to  maintain  adequate  living  standards.  Time  and  again 
we  have  seen  programs  fail  because  they  could  not  deal  with  this  fundamental  prob- 
lem. In  successful  programs,  LIHEAP  has  been  the  cornerstone  for  meeting  cus- 
tomers' energy  needs. 

EEI's  member  companies  are  committed  to  a  public-private  partnership  on  behalf 
of  their  low-income  customers.  We  will  continue  to  work  with  state  and  local  govern- 
ments, regulators,  consumer  advocate  groups  and  social  service  organizations.  How- 
ever, these  efforts  cannot  replace  federal  assistance  to  low-income  Americans. 
LIHEAP  funding  is  essential  in  meeting  low-income  Americans'  energy  needs. 

We  urge  the  Subcommittee  to  maintain  the  current  advance  appropriation  for 
LIHEAP  of  $1,475  billion  for  the  first  nine  months  of  fiscal  year  1995.  We  also  urge 
you  to  include  an  advance  appropriation  amount  at  or  above  the  current  services 
level  for  LIHEAFs  1995-96  program  year  in  the  fiscal  year  1995  Labor,  Health  and 
Human  Services,  Education  and  Related  Agencies  appropriations  bill.  We  believe  it 
is  crucial  that  Congress  continue  to  support  LIHEAP's  new  program  year  of  July 
1  to  June  30  so  that  states  are  able  to  plan  their  energy  assistance  programs  in 
advance  of  the  winter  heating  season. 

Thank  you  again  for  this  opportunity  to  testify  on  behalf  of  LIHEAP. 

Senator  KOHL.  Thank  you.  You  have  made  a  very  compelling 
case.  We  appreciate  your  coming  here  today,  and  we  will  certainly 
consider  seriously  the  things  that  you  have  told  us.  Thank  you  very 
much. 

STATEMENT  OF  LOUIS  SULLIVAN,  MOREHOUSE  SCHOOL  OF  MEDICINE 

Senator  KoHL.  Our  next  panel  consists  of  Dr.  Louis  Sullivan,  G. 
Donald  Whedon,  Victoria  Ray,  Charles  Helms,  and  Linda  Hinton. 

Dr.  Sullivan. 

Dr.  Sullivan.  Thank  you  very  much,  Mr.  Chairman.  Let  me 
begin  by  first  thanking  this  committee  for  its  leadership  and  its 
support  for  programs  that  address  the  shocking  disparities  in 
health  status  that  still  exist  in  our  Nation's  minority  communities. 
These  disparities  show  that  we,  in  fact,  still  have  a  two-tiered 
health  care  system,  a  system  that  serves  those  who  are  affluent, 
a  system  for  the  poor  that  has  many  problems.  For  instance,  the 
hesdth  status  of  black  Americans  has  not  improved  since  1984,  al- 
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though  during  my  tenure  as  Secretary  it  was  my  pleasure  to  an- 
nounce annually  increases  in  health  status  of  our  citizens. 

So  today,  Senator  Kohl,  I  come  to  urge  you  and  your  colleagues 
to  adopt  three  recommendations  concerning  programs  which  pro- 
vide essential  support  to  some  of  our  Nation's  most  important  aca- 
demic institutions.  First,  we  must  quickly  increase  the  number  of 
primary  care  physicians  in  our  Nation's  minority  communities.  De- 
spite the  fact  that  our  four  predominantly  black  medical  schools 
out  of  the  126  medical  schools  in  the  Nation  graduate  a  large  per- 
centage of  primary  care  practitioners,  and  despite  the  fact  that  the 
vast  majority  of  our  graduates  from  these  four  schools  choose  to 
practice  in  medically  underserved  areas,  our  minorities  continue  to 
need  more  health  care  practitioners.  And,  frankly,  our  minorities 
continue  to  face  a  double  dilemma.  They  also  need  more  specialists, 
as  well. 

The  situation  would  be  much  worse  than  it  is  today  without  the 
contributions  of  the  Nation's  four  predominantly  black  medical 
schools.  For  example,  last  year  the  Association  of  American  Medical 
Colleges  reported  that  the  Morehouse  School  of  Medicine,  the  insti- 
tution which  I  now  head,  is  the  No.  1  school  in  the  Nation  in  the 
percentage  of  our  graduates  in  practice  as  primary  care  physicians. 
Nationally,  only  about  15  percent  of  all  medical  graduates  are 
choosing  primary  care  fields  today.  But  at  Morehouse  almost  75 
percent  of  our  graduates  have  chosen  primary  care  fields.  And 
more  than  66  percent  of  our  graduates — two-thirds — practice  in 
medically  underserved  areas. 

But  at  present  levels  of  funding  and  with  the  current  number  of 
students  enrolled,  the  four  predominantly  black  medical  schools  in 
the  Nation  cannot  keep  pace  with  the  need  for  more  primary  care 
practitioners.  That  is  why  we  must  enhance  support  for  the  More- 
house School  of  Medicine,  the  Howard  University  College  of  Medi- 
cine, Meharry  Medical  College,  and  the  Charles  Drew  University  of 
Medicine  and  Science.  We  must  also  significantly  boost  the  viability 
and  scope  of  the  National  Health  Services  Corps  and  other  pro- 
grams targeted  for  underserved  areas. 

Mr.  Chairman,  my  second  recommendation  is  that  this  commit- 
tee increase  support  for  part  B,  section  326  of  title  III,  as  amended 
by  the  higher  education  amendments  of  1992.  As  you  know,  my  in- 
stitution last  year  was  very  supportive  of  the  addition  of  11  more 
schools  for  support  by  title  III  funding.  I  want  to  thank  Chairman 
Harkin  and  the  members  of  this  committee  for  their  support  for 
this  increased  funding.  But  I  remain  concerned  about  the  present 
level  of  funding  which  is  not  adequate  to  accommodate  the  original 
5  schools  and  the  additional  11  schools  now  in  the  program. 

So  I  urgently  request  that  you  raise  the  funding  level  to  $20  mil- 
lion. This  represents  a  $5  million  increase.  This  would  include  $3 
million  for  the  original  5  schools  and  an  additional  $2  million  for 
the  11  new  schools  in  the  program.  These  funds  will  help  to 
strengthen  the  curriculum,  the  faculty,  the  developmental  offices, 
and  the  other  educational  capabilities  of  these  professional  schools 
which  are  so  crucial  to  their  efforts.  Their  efforts  are  to  address  the 
health  needs  of  our  Nation's  minority  communities  and  the  poor 
and  participate  more  effectively  in  the  effort  to  reform  the  Nation's 
health  care  system. 
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Mr.  Chairman,  as  one  of  my  proudest  accomplishments  as  Sec- 
retary, I  worked  with  the  Congress  to  increase  NIH  funding  by 
some  40  percent  during  the  4  years  of  my  tenure.  But  only  1  per- 
cent of  this  funding  from  NIH  is  awarded  to  historically  black  col- 
leges and  universities.  You  see,  minority  institutions  are  caught  in 
a  classic  catch-22  situation.  They  do  not  receive  the  funds  because 
NIH  argues  that  these  institutions  do  not  have  the  capacity.  But 
they  do  not  have  the  capacity  because  minority  institutions  do  not 
get  sufficient  funding. 

There  is  a  need  to  mount  a  serious  effort  to  build  capacity  within 
these  institutions  to  help  them  compete  successfully.  Thus,  I  rec- 
ommend that  this  subcommittee  direct  NIH  to  substantially  in- 
crease the  act  of  participation  of  minority  institutions  in  NIH  pro- 
grams. This  is  a  request  not  for  additional  funding  but  for  more  ef- 
fective participation  in  the  funding  that  exists. 

PREPARED  STATEMENT 

If  we  are  to  eliminate  the  long-standing  disparities  in  health  sta- 
tus between  the  general  population  and  our  Nation's  minority  com- 
munities, we  need  to  adopt  these  efforts. 

Thank  you  very  much,  Mr.  Chairman,  for  this  opportunity  to  ap- 
pear before  you. 

Senator  KOHL.  Thank  you.  Dr.  Sullivan. 

[The  statement  follows:] 

Statement  of  Louis  W.  Sullivan,  M.D. 

introduction 

Thank  You,  Mr.  Chairman.  I  commend  your  leadership,  and  that  of  this  sub- 
committee in  supporting  program  which  address  the  shocking  disparities  in  our 
health  care  system.  Undeniably,  there  is  a  two-tiered  health  care  system  in  Amer- 
ica— one  for  the  general  population  and  one  for  our  poor  and  minority  citizens.  Per- 
haps most  telling  is  the  fact  that,  while  the  health  status  of  the  general  population 
has  improved  each  year,  HHS  statistics  indicate  that  black  health  status  has  not 
improved  since  1984. 

Mr.  Chairman,  I  come  today  to  urge  you  to  adopt  three  recommendations  concern- 
ing programs  which  provide  essential  support  to  some  of  our  nation's  most  impor- 
tant academic  institutions. 

UNDERREPRESENTATION  IN  MEDICINE  AND  THE  SCIENCES 

First,  we  must  quickly  increase  the  number  of  primary  care  practitioners  in  our 
minority  communities. 

Despite  the  fact  that  our  four  predominantly  black  medical  schools  graduate  a 
large  percentage  of  primary  care  practitioners,  and  despite  the  fact  that  the  vast 
majority  of  our  graduates  choose  to  practice  in  medically  under-served  areas,  our 
minority  communities  simply  need  more  health  care  practitioners.  Frankly,  our  mi- 
nority communities  face  a  double  dilemma — we  need  more  specialists,  too. 

The  situation  would  be  much  worse  without  the  contributions  from  the  nation's 
predominantly  black  medical  schools.  For  example,  the  Association  of  American 
Medical  Colleges  recently  reported  that  the  Morehouse  School  of  Medicine  is  the 
number  one  school  in  the  nation  in  the  percentage  of  our  graduates  who  are  practic- 
ing as  primary  care  physicians.  Nationally,  oruy  about  15  percent  of  all  medical 
school  seniors  are  choosing  primary  care  fields  for  their  careers.  But  at  Morehouse 
almost  75  percent  of  the  physicians  we  have  graduated  have  chosen  primary  care 
fields,  and  more  than  66  percent  of  our  graduates  practice  in  under-served  areas. 

However,  at  present  levels  of  funding  and  with  their  current  number  of  students 
enrolled,  the  four  predominantly  black  medical  schools  cannot  keep  pace  with  the 
need  for  more  primary  care  practitioners.  That  is  why  we  must  enhance  the  finan- 
cial support  for  the  Morehouse  School  of  Medicine,  Howard  University  College  of 
Medicine,  Meharry  Medical  College,  and  the  Charles  Drew  University  of  Medicine 
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and  Science.  We  must  also  significantly  boost  the  viability  and  scope  of  the  National 
Health  Services  Corps  and  other  programs  that  target  under-served  areas. 

TITLE  III 

Mr.  Chairman,  my  second  recommendation  is  that  this  subcommittee  increase 
support  for  Part  B,  Section  326  of  Title  III,  as  amended  by  the  Higher  Education 
Amendments  of  1992.  As  you  know,  the  Morehouse  School  of  Medicine  was  very 
supportive  of  the  addition  of  11  more  schools  for  support  by  Title  III  funding.  But 
I  am  concerned  about  the  present  level  of  funding,  which  is  not  adequate  to  accom- 
modate both  the  original  five  schools  and  the  eleven  new  schools  in  this  program. 
I  urgently  request  that  you  raise  the  funding  level  to  $20  million.  This  represents 
a  $5  million  increase — an  additional  $3  million  for  the  original  five  schools,  and  an 
additional  $2  million  for  the  eleven  new  schools  in  the  program.  This  will  help  to 
strengthen  the  curriculum,  the  faculty,  developmental  offices,  development  cam- 
paigns, and  other  educational  capabilities  of  these  professional  schools,  so  crucial  to 
their  continued  efforts  to  address  the  health  needs  of  our  nation's  minority  commu- 
nities. 

BIOMEDICAL  RESEARCH 

Mr.  Chairman,  as  Secretary  one  of  my  proudest  accomplishments  was  to  work 
with  the  Congress  to  increase  NIH  funding  by  40  perce-it  during  my  tenure.  But 
only  one  percent  of  this  money  is  awarded  to  Historically  Black  Colleges  and  Uni- 
versities. You  see,  minority  institutions  are  caught  in  a  classic  "Catch-22"  situation. 
They  don't  receive  the  funds  because  NIH  argues  that  these  institutions  do  not  have 
the  capacity,  but  they  don't  have  the  capacity  because  minority  institutions  don't  get 
sufficient  funding. 

There  is  a  need  to  mount  a  serious  effort  to  build  capacity  within  these  institu- 
tions to  permit  them  to  compete  successfully.  Accordingly,  I  recommend  that  this 
subcommittee  direct  NIH  to  substantially  increase  the  active  participation  of  minor- 
ity institutions.  This  plan  should  increase  the  current  level  of  funding  to  HBCLTs 
five-fold  over  the  next  five  years,  with  implementation  to  begin  in  early  1995. 

CONCLUSION 

Mr.  Chairman,  if  we  are  to  eliminate  the  longstanding  and  increasing  disparities 
in  health  status  between  the  general  population  and  our  nation's  minority  commu- 
nities, we  need  to  support  the  training  of  more  primary  care  practitioners,  increase 
the  funding  for  Title  II  programs,  and  enhance  support  for  biomedical  research  ca- 
pacity in  Historically  Black  Colleges  and  Universities.  If  the  Congress  will  do  this, 
then  these  actions  will  make  an  important  difference  measured  in  improved  health, 
greater  productivity,  prolonged  independence,  and  longer  life  for  all  our  citizens. 

Mr.  Chairman,  I  thank  you  and  the  subcommittee  for  inviting  me  to  share  these 
perspectives  with  you. 

STATEMENT  OF  G.  DONALD  WHEDON,  OSTEOGENESIS  IMPERFECTA 
FOUNDATION 

Senator  KOHL.  Mr.  Whedon. 

Dr.  Whedon.  Mr.  Chairman,  I  am  appearing  before  you  today  in 
support  of  the  1995  budget  of  the  National  Institute  of  Arthritis, 
Musculoskeletal,  and  Skin  Diseases  of  NIH.  I  am  representing  not 
only  the  Osteogenesis  Imperfecta  Foundation  but  the  other  mem- 
bers of  the  National  Coalition  for  Osteoporosis  and  Related  Bone 
Diseases. 

My  name  is  Dr.  Don  Whedon.  From  1962  to  1981  I  was  director 
of  the  National  Institute  of  Arthritis,  Diabetes,  and  Digestive  and 
Kidney  Diseases  of  NIH.  I  have  prepared  a  brief  written  statement 
for  the  committee,  and  I  would  now  like  to  speak  briefly  to  the 
main  points  in  my  written  statement. 

With  regard  to  OI,  often  called  brittle  bone  disease,  recent  high 
quality  genetic  research  holds  a  bright  prospect  for  better  under- 
standing of  the  causes  by  which  the  bones  in  infants  and  children 
are  formed  with  defects  which  lead  to  many  fractures.  From  this 
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basic  research,  therapies  will  be  developed  to  correct  early  in  life 
the  bad  genes  responsible  for  the  imperfect  bone  development.  A 
distinct  increase  in  research  dollars  is  needed  to  support  the  dif- 
ficult gene  therapy  research  which  will  make  this  bright  prospect 
come  true. 

In  1991,  the  Congress  did  vote  a  special  increase  of  $6  million 
to  NIAMS  directed  toward  the  most  prevalent  bone  disease, 
osteoporosis,  which  affects  25  million  Americans,  mainly  women  in 
their  fifties  and  older.  As  a  result  of  this  addition  to  the  NIAMS 
budget,  an  Australisin  investigator  who  would  not  otherwise  have 
been  supported  discovered  a  gene  associated  with  an  increased  risk 
of  developing  osteoporosis.  There  is  a  good  possibility  that  discov- 
ery of  this  abnormal  gene  will  lead  to  its  use  as  a  marker  in  a  test 
for  identifying  individuals  at  particular  increased  risk  of  developing 
osteoporosis.  At  an  early  age,  then,  such  women  might  be  given  a 
drug  or  diets  which  would  be  protective  or  preventive. 

Mr.  Chairman,  the  principal  budgetary  point  I  wish  to  make  is 
that  since  NIAMS  was  established  in  1986  it  has  been  at  a  funding 
disadvantage  with  respect  to  other  NIH  institutes.  Specifically,  its 
budget  has  grown  at  an  average  rate  of  7  percent  a  year,  whereas 
the  yearly  rise  of  NIH  as  a  whole  has  been  10  percent.  Because  of 
this  serious  budget  discrepancy,  every  year  scientific  opportunities 
are  being  lost  to  improve  the  treatment  of  patients  with  arthritis, 
bone,  and  skin  diseases. 

PREPARED  STATEMENT 

I  recommend  specifically  that  the  NIAMS  budget  for  1995  be 
raised  by  12  percent  to  the  level  of  $250  million  as  the  first  of  a 
two-step  effort  toward  bringing  the  NIAMS  budget  up  to  parity 
with  the  funding  capacity  of  other  NIH  institutes.  I  further  rec- 
ommend particularly  that  a  significant  portion  of  this  increase  be 
directed  toward  increased  research  support  for  the  bone  diseases 
osteogenesis  imperfecta,  osteoporosis,  Paget's  disease,  and  the  re- 
lated disorders  affecting  bone. 

Thank  you,  Mr.  Chairman. 

Senator  Kohl.  Thank  you.  Dr.  Whedon. 

[The  statement  follows:] 

Statement  of  G.  Donald  Whedon,  M.D. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  G.  Donald  Whedon, 
member  of  the  Medical  Advisory  Council  of  the  Osteogenesis  Imperfecta  Foundation. 
From  1962  to  1981,  considerably  more  than  one  year  ago,  I  was  Director  of  the  Na- 
tional Institute  of  Arthritis,  Diabetes,  Digestive,  and  Kidney  Diseases,  NIH,  prede- 
cessor institute  of  the  present  NIAMS  and  NIADDK.  Accompanying  me  is  Miss 
Kristin  Antolini  who  has  osteogenesis  imperfecta;  her  father,  Mr.  Joseph  Antolini, 
is  a  member  of  the  Board  of  Directors  of  the  Osteogenesis  Imperfecta  (01)  Founda- 
tion. 

While  Miss  Antolini  and  I  are  principally  interested  in  funding  in  support  of  re- 
search on  01,  we  are  also  here  to  speak  as  forcefully  as  we  can,  for  the  other  mem- 
bers of  the  National  Coalition  for  Osteoporosis  and  Related  Bone  Diseases,  which 
includes  the  National  Osteoporosis  Foundation  and  the  Paget's  Disease  Foundation 
as  well  as  the  01  Foundation,  and  also  the  professional  scientific  American  Society 
for  Bone  and  Mineral  Research. 

Children  with  osteogenesis  imperfecta  are  often  bom  with  fractures.  Some  die 
within  their  first  year  of  life;  most  survive,  but  face  a  lifetime  of  fi-actures  fi-om  in- 
significant causes.  More  mildly  affected  children  may  not  begin  to  fracture  until 
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they  begin  to  walk.  Unless  a  diagnosis  is  readily  made,  parents  may  be  falsely  sus- 
pected of  child  abuse  when  unexplainable  fractures  occur. 

Osteogenesis  imperfecta  (OI)  is  a  genetic  disorder,  characterized  not  only  by  frac- 
tures from  little  or  no  trauma,  but  also  by  short  stature,  curvature  of  the  spine  and 
other  skeletal  deformities,  hearing  loss,  breakable  teeth,  loose  joints,  weak  muscles 
and  respiratory  complications. 

The  underl3dng  genetic  defect  is  known  as  a  number  of  abnormalities  in  the  proc- 
ess by  which  the  supporting  structure  of  bone,  called  collagen,  is  formed.  Investiga- 
tors now  active  in  genetic  molecular  disease  research  are  confident  that  one  day 
they  will  have  an  effective  gene  therapy  for  this  disease.  Current  treatment  is  di- 
rected at  management  of  the  complicated  medical  problems  that  01  causes.  An  in- 
tramural research  protocol,  headed  by  Dr.  Joan  Marini,  at  the  National  Institute  on 
Child  Health  and  Human  Development,  in  Bethesda,  is  focused  on  more  appropriate 
physical  rehabilitation  and  on  factors  which  will  improve  the  growth  of  these  short 
patients. 

Fortunately,  there  is  a  high  quality  of  research  in  and  related  to  01  going  on 
world-wide,  which  holds  bright  prospects  not  only  for  better  understanding  of  the 
causes  and  processes  of  01,  but  also  for  procedures  which  will  substantialfy  affect 
future  therapy. 

In  the  fall  of  1993  an  international  research  conference,  the  fifth  in  a  series,  was 
held  in  Oxford,  England,  and  attended  by  120  researchers  from  18  countries.  The 
subject  coverage  was  broad,  both  basic  aimed  at  better  understanding  of  the  disease, 
and  a  number  of  developments  with  possible  early  application  to  treatment.  The  lat- 
ter included  development  of  genetic  analysis  diagnostic  techniques  and  studies  of 
the  intricate  physical  characteristics  of  01  bone  showing  the  relationship  of  numbers 
of  bone  forming  cells  to  the  strength  of  bone.  A  possible  strategy  for  increasing  bone 
strength  in  patients,  by  increasing  the  number  of  bone  forming  cells  includes  a  tech- 
nique, derived  from  very  fundamental  bone  cell  culture  studies.  This  latter  tech- 
nique might  eventually  prove  valuable  in  osteoporosis  as  well.  Controlled  but  dis- 
tinct enthusiasm  was  the  tone  of  the  conference,  including  the  definite  feeling  that 
the  principle  of  gene  therapy  is  sound  and  its  success  in  01  is  clearly  predictable — 
by  way  of  substantial  research  funding  support. 

Paget's  disease  is  a  chronic  disorder  of  bone  which  results  in  enlarged  and  de- 
formed areas  in  one  or  more  regions  of  the  skeleton.  The  excessive  bone  formation 
and  breakdown  in  these  areas  causes  the  bone  to  become  dense  but  fragile  and  thus 
subiect  to  fracture.  The  disease  is  usually  found  in  individuals  over  the  age  of  40 
and  is  estimated  to  occur  in  3  percent  of  the  American  population  over  60.  In  recent 
years  certain  hormonally  related  chemical  compounds  nave  been  found  which  sup- 
press the  excessive  bone  formation  and  bring  relief  to  bone  pain,  but  the  long  term 
effect  of  these  compounds  is  not  known,  and  more  research  is  needed  on  the  cause 
(possibly  a  virus),  on  hereditary  and  genetic  aspects  and  onimproved,  earlier  diag- 
nosis and  treatment. 

Bone  disorders  of  all  types  affect  30  million  Americans,  women,  men,  and  children 
of  all  ages.  01  affects  an  estimated  30,000  Americans,  predominantly  children,  a 
number  comparable,  we  believe,  to  those  affected  by  cystic  fibrosis.  Osteoporosis  is 
by  far  the  most  prevalent  bone  disease,  a  generally  progressive  thinning  of  bone 
which  leads  to  devastating  hip  and  spinal  fractures.  Osteoporosis  affects  25  million 
Americans,  80  percent  of  whom  are  women,  so  that  it  is  now  widely  recognized  as 
a  major  womens'  health  problem  in  this  country.  A  woman's  risk  of  developing  a 
hip  fracture  equals  the  combined  risk  of  developing  breast,  uterine  and  ovarian  can- 
cer. The  incidence  of  hip  fractures  is  300,000  per  year,  often  resulting  in  life-long 
disability,  nursing  home  placement,  and  even  death.  The  cost  to  society  of 
osteoporosis  currently  is  estimated  at  $10  billion  annually,  and  without  intervention 
by  improved  treatment  or  prevention  is  expected  to  rise  to  $60  bUlion  per  year  by 
the  year  2020. 

Would  increased  funding  of  research  on  osteoporosis  and  related  bone  diseases  by 
the  NIH  institutes  have  a  significant  effect?  As  an  example,  in  1991  the  Congress 
voted  a  special  increase,  or  earmark,  of  $6  million  to  NIAMS  for  added  osteoporosis 
research.  As  a  result  of  this  unusual  assistance,  the  Institute  was  able  to  support 
the  work  of  an  Australian  investigator  who  has  discovered  a  gene  which  is  associ- 
ated \yith  an  increased  risk  of  development  of  osteoporosis.  As  a  result,  this  finding 
is  anticipated  to  lead  to  a  test  to  identify  individuals  at  increased  risk  at  an  early 
age  when  there  would  be  time  to  adopt  procedures  or  diets  which  would  be  protec- 
tive. If  exploited  by  intensified  research,  this  development  could  result  in  a  true 
"breakthrough". 

Despite  this  valuable  aid  in  1991,  however,  appropriations  to  NIAMS  continue  to 
run  behind  the  average  of  the  other  institutes  of  NIH,  both  in  annual  growth  rate 
and  in  capacity  to  fund  research  projects  judged  to  be  of  suitable  quality  by  review 
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of  the  scientific  experts  on  NIH  study  sections.  Since  1987,  the  year  after  NIAMS 
was  established,  the  NIAMS  budget  has  been  rising  at  the  rate  of  7  percent  per 
year,  whereas  the  average  of  all  other  institute  budgets  of  NIH  has  been  rising  at 
10  percent  per  year.  This  difference  has  resulted  in  a  shortfall  to  NIAMS  of  a  total 
of  $139  miluon;  in  fiscal  year  1994  alone  NIAMS  is  $47  million  below  what  it  would 
have  had  if  its  budget  had  been  growing  at  the  NIH  rate  of  10  percent.  The  critical 
nature  of  this  deficit  is  that  over  the  past  three  years  NIAMS  has  been  able  to  pay 
only  19  percent  of  the  high  quality  grant  requests  they  receive,  whereas  the  overall 
NIH  average  is  almost  27  percent.  This  means  that  outstanding  scientific  opportuni- 
ties to  increase  our  understanding  and  treatment  of  bone  disorders  are  being  lost, 
and  young,  talented  investigators  are  hesitating  to  follow  careers  in  bone  research. 

How  would  we  propose  that  this  unfortunate  and  unwise  situation  with  respect 
to  the  NIAMS  budget  be  corrected?  The  intent  of  our  request  is  to  bring  NIAMS 
gradually  up  to  parity  with  the  other  institutes  in  capacity  to  deal  witn  quality 
grant  applications.  Since  the  realities  of  budget  appropriations  would  not  permit  in- 
stant correction,  we  recommend  that  over  the  course  of  the  next  two  years  there  be 
a  restoration  to  NIAMS  of  $47  million.  Specifically,  for  fiscal  year  1995  we  rec- 
ommend a  budget  for  NIAMS  which  would  be  $27  million  over  the  funding  level  of 
fiscal  year  1994^s  $223  million  to  $250  million. 

Mr.  Chairman,  while  we  have  been  speaking  only  directly  to  the  budget  of 
NIAMS,  let  the  record  be  clear  that  research  in  a  variety  of  bone  diseases  is  also 
being  supported  by  the  National  Institute  of  Diabetes,  Digestive,  and  Kidney  Dis- 
eases, the  National  Institute  on  Aging,  the  National  Institute  of  Dental  Research 
and  the  Bethesda  intramural  program  of  the  National  Institute  of  Child  Health  and 
Human  Development.  All  of  their  bone  research  activities  deserve  solid  Congres- 
sional support.  Recent  Congressional  intent  for  this  support  was  indicated  in  the 
NIH  Revitalization  Act  of  1993  which  authorized  $40  million  for  osteoporosis  and 
related  bone  diseases,  an  authorization  not  yet  realized  in  an  appropriation. 

RECOMMENDATIONS 

Speaking  for  the  Coalition  for  Osteoporosis  and  Related  Bone  Diseases,  including 
specifically  the  Osteogenesis  Imperfecta  Foundation,  the  Paget's  Disease  Founda- 
tion, the  National  Osteoporosis  Foundation,  and  the  American  Society  for  Bone  and 
Mineral  Research,  we  recommend  that  the  fiscal  year  1995  budget  of  the  National 
Institute  of  Arthritis,  Musculoskeletal  and  Skin  Diseases  be  increased  by  the  Com- 
mittee by  an  amount  of  $29  million  over  the  level  in  the  President's  budget,  as  the 
first  of  a  two-step  effort  to  bring  NIAMS  research  grant  fiinding  into  parity  with 
the  budgets  of  other  NIH  institutes.  Because  of  the  particular  health  problems  pre- 
sented by  bone  diseases,  affecting  one  of  the  three  largest  organs  in  the  body  (bone, 
muscle,  and  skin),  we  fiirther  recommend  that  a  significant  portion  of  this  increase 
be  directed  toward  research  support  for  the  bone  diseases,  osteogenesis  imperfecta, 
osteoporosis,  Paget's  Disease,  and  related  disorders  affecting  bone. 

STATEMENT   OF   VICTORIA   RAY,   EXECUTIVE    DIRECTOR,   NATIONAL 
MULTIPLE  SCLEROSIS  SOCIETY 

Senator  Kohl.  Victoria  Ray. 

Dr.  Sullivan.  Senator  Kohl,  if  I  might  be  excused,  please. 

Senator  Kohl.  Yes. 

Dr.  Sullivan.  I  would  like  to  apologize,  but  if  I  might  be  excused 
in  order  to  make  a  plane  back  to  Atlanta  I  would  appreciate  it. 

Senator  KOHL.  We  thank  you  for  coming  today.  You  have  been 
very  helpful. 

Dr.  Sullivan.  Thank  you,  and  my  apologies  to  my  fellow  panel- 
ists. 

Senator  KoHL.  Thank  you  very  much,  Dr.  Sullivan. 

Victoria  Ray. 

Ms.  Ray.  Mr.  Chairman,  members  of  the  subcommittee,  my  name 
is  Victoria  Ray.  I  am  the  Executive  Director  of  the  National  Mul- 
tiple Sclerosis  Society,  the  Iowa  chapter.  I  appreciate  the  oppor- 
tunity to  speak  to  you  today  and  to  represent  the  National  Multiple 
Sclerosis  Society  which  supports  biomedical  research  and  provides 
services  and  advocacy  for  its  400,000  members. 
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In  June  1978,  I  was  a  diver  on  the  Des  Moines  Roosevelt  High 
School  swimming  team.  I  lost  my  balance,  I  hit  the  diving  board, 
I  began  suffering  dizziness,  blurred  vision,  headaches,  and  had  dif- 
ficulty in  tasting  food.  Soon  afterward  I  was  diagnosed  as  likely 
having  MS.  Hitting  the  diving  board  was  obviously  a  result  of  an 
equilibrium  problem,  which  is  a  S3nTiptom  of  multiple  sclerosis.  And 
even  though  I  had  to  quit  the  diving  team  I  consider  myself  one 
of  the  lucky  ones.  I  have  relapse-remitting  MS,  with  a  few  exacer- 
bations each  year  limited  to  only  a  small  amount  of  time.  Most  of 
the  time  people  cannot  tell  that  I  am  affected  by  the  disease. 

At  the  time  of  my  diagnosis  I  was  in  the  public  eye.  My  father 
at  the  time  was  Governor  of  Iowa.  We  did  not  talk  publicly  about 
my  MS.  After  all,  it  was  our  business,  no  one  else's.  Plus,  I  just 
could  not  seem  to  come  to  grips  with  it.  I  did  not  want  to  have  it, 
and  I  even  tried  to  act  as  though  it  did  not  exist. 

Eventually,  the  exacerbations,  though,  increased  and  I  realized 
that  I  could  not  tackle  this  or  handle  this  problem  by  myself,  not 
emotionally  or  physically.  So  in  1986,  when  I  was  working  here  in 
the  Nation's  Capital,  I  joined  a  support  group  sponsored  by  the  Na- 
tional Capital  Chapter  of  the  National  Multiple  Sclerosis  Society. 
There,  I  was  no  longer  seen  as  the  Governor's  daughter  but  simply 
as  one  of  about  400,000  Americans  with  MS. 

I  am  happy  to  report  now  that  I  am  in  a  position  to  help  others 
like  myself.  Our  chapter  is  there  to  provide  programs  to  help  peo- 
ple who  have  MS  live  with  it  and  to  get  on  with  their  lives.  We 
are  there  to  provide  the  service  and  the  support  that  I  was  so  fortu- 
nate to  have  received. 

Multiple  sclerosis  is  a  chronic,  often  disabling  disease  of  the 
central  nervous  system,  the  brain,  and  spinal  cord,  that  affects 
more  than  one-third  of  a  million  people  in  the  prime  of  their  lives. 
It  is  indeed  a  common  disorder  of  young  adults.  Women,  especially, 
are  more  than  twice  as  likely  to  have  MS.  This  disease  costs  society 
more  than  $2.5  billion  annually. 

The  MS  sjrmptoms  vary.  They  may  include  mobility  impairment, 
overwhelming  fatigue,  sensory  changes,  loss  of  coordination,  visual 
disturbance,  and  bowel  and  bladder  dysfunction.  MS  may  take  the 
form  of  a  steady  progression  or  it  may  be,  as  in  the  case  of  myself, 
periods  of  relapses  and  remissions.  The  cause  is  unknown  and 
there  is  no  cure. 

Today,  and  until  very  recently,  there  was  no  treatment  other 
than  sjrmptomatic  management.  Last  year  Betaseron  received  FDA 
approval  for  relapse-remitting  MS  and  offers  some  hope  for  a  seg- 
ment of  the  MS  population.  But  it  does  not  stop  the  disease  or  its 
progression. 

What  lies,  then,  beyond  Betaseron?  Plenty.  Current  research  in 
other  treatment  possibilities  are  on  the  horizon,  and  this  is  an  ex- 
citing time  in  the  history  of  MS  research.  It  is  a  time  to  increase 
our  efforts,  with  great  promise  for  positive  answers  to  be  found. 

I  continue  to  hope  that  the  research  I  am  encouraging  you  to 
fund  today  will  improve  the  lives  of  those  who  live  with  MS  and 
someday  prevent  others  from  having  to  suffer  with  the  same  dis- 
ease. 
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Again,  I  would  like  to  thank  you  for  allowing  me  to  testify,  and 
wish  to  quickly  summarize  the  appropriations  for  which  I  am  re- 
questing on  behalf  of  the  National  Multiple  Sclerosis  Society — it  is 
also  in  the  written  statement  before  you:  $938  million  for  the  Na- 
tional Institute  of  Neurological  Disorders  and  Stroke;  $1.55  billion 
for  the  National  Institute  of  Allergy  and  Infectious  Diseases;  $30 
million  for  the  National  Center  for  Medical  Rehabilitation  Re- 
search; $80  million  for  the  National  Institute  of  Disability  and  Re- 
habilitation Research;  and  $2,362  billion,  per  the  President's  re- 
quest, to  the  Rehabilitation  Services  Administration  for  the  funding 
of  a  special  demonstration  project  using  early  intervention  to  assist 
people  with  chronic  and  progressive  disabilities  such  as  MS  in  both 
retaining  and  obtaining  employment. 

Thank  you. 

Senator  KOHL.  Thank  you  very  much,  Ms.  Ray. 

[The  statement  follows:] 

Statement  of  Victoria  Ray 

Mr.  Chairman  and  distinguished  members  of  the  subcommittee,  my  name  is  Vic- 
toria Ray.  I  am  the  Executive  Director  of  the  Iowa  Chapter  of  the  National  Multiple 
Sclerosis  Society  (2400  86th  Street,  Ste.  29,  Des  Moines,  lA  50322)  and  am  one  of 
about  4,000  persons  in  Iowa  who  has  multiple  sclerosis.  I  appreciate  the  opportunity 
to  speak  to  you  today  and  to  represent  the  National  Multiple  Sclerosis  Society  which 
supports  biomedical  research  and  provides  services  and  advocacy  on  behalf  of  its 
400,000  members. 

In  June  of  1978,  when  I  was  17,  I  struck  my  head  on  the  diving  board  during 
a  high  school  athletic  meet.  I  began  suffering  dizziness,  blurred  vision,  headaches 
and  difificiilty  in  tasting  food.  Shortly  afterwards,  I  was  diagnosed  as  likely  having 
MS.  Hitting  the  diving  board  was  probably  the  result  of  equilibrium  problems 
caused  by  the  multiple  sclerosis. 

Though  I  had  to  quit  the  diving  team,  I  was  lucky.  I  have  relapsing-remitting  MS, 
with  a  few  exacerbations  each  year  that  usually  do  not  last  very  long.  Most  of  the 
time  I  seem  "normal." 

At  the  time  of  my  diagnosis,  I  was  in  the  public  eye — my  father  was  the  Governor 
of  Iowa.  We  never  told  anyone  about  my  MS.  First  of  all,  it  was  our  business.  But, 
second,  I  just  couldn't  come  to  grips  with  it.  I  didn't  want  to  have  it.  I  acted  as 
though  it  did  not  exist. 

Eventually,  as  the  exacerbations  increased,  I  realized  that  I  couldn't  tackle  this 
or  handle  it  emotionally,  let  alone  physically,  by  myself  In  1986  I  joined  a  support 
group  sponsored  by  the  National  Capital  Chapter  of  the  National  Multiple  Sclerosis 
Society.  I  was  no  longer  the  "Grovernor's  daughter,"  but  one  of  a  third  of  a  million 
Americans  with  MS. 

Now  I  am  in  a  position  to  help  others  like  me.  Our  chapter  is  there  to  provide 
programs  to  help  people  with  MS  live  with  the  disease  and  get  on  with  their  lives. 
We  are  part  of  a  national  network  of  chapters  which  interacts  and  builds  on  each 
other's  successes.  We  are  there  to  provide  the  support  which  I  was  so  fortunate  to 
get. 

Multiple  sclerosis  is  a  chronic,  often  disabling  disease  of  the  central  nervous  sys- 
tem, the  brain  and  spinal  cord,  that  effects  more  than  a  third  of  a  million  people 
in  the  prime  of  their  lives.  It  is  most  commonly  diagnosed  between  the  ages  of  20 
and  40,  and  it  is  the  second  most  common  non-traumatic  neurological  disorder 
among  young  adults.  Women  are  more  than  twice  as  likely  than  men  to  have  MS. 
This  disease  costs  society  more  than  $2.5  billion  annually.  MS  is  often  characterized 
by  periods  when  symptoms  intensify  (relapses)  or  improve  (remissions),  or  by  steady 
progression  of  symptoms.  These  symptoms  may  include  mobility  impairment,  over- 
whelming fatigue,  sensory  changes,  loss  of  coordination,  visual  disturbance,  and 
bowel  and  bladder  dysfunction.  The  cause  is  unknown  and  no  prevention  or  cure  is 
available  for  MS  today,  and  until  very  recently,  there  were  ho  treatments  other  than 
sjTnptomatic  management.  FDA  approval  of  Betaseron  for  relapsing-remitting  MS 
last  year  offers  some  hope  for  a  segment  of  the  MS  population,  but  does  not  stop 
the  disease  or  its  progression. 
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I  continue  to  have  hope  that  the  research  I  am  asking  you  to  fund  today  will  im- 
prove my  life  and  that  of  others  who  live  with  MS. 

National  Institutes  of  Health 

What  lies  beyond  Betaseron?  Plenty.  Current  research  and  other  treatment  possi- 
bilities on  the  horizon  make  this  the  most  exciting  time  in  the  history  of  MS  re- 
search. It  is  a  time  to  increase  our  effort  with  great  promise  for  positive  answers 
to  be  found. 

national  institute  of  neurological  disorders  and  stroke 

We  are  2/5  through  the  Decade  of  the  Brain,  and  the  desired  funding  for  its  imple- 
mentation still  has  not  been  achieved.  Researchers,  the  National  Multiple  Sclerosis 
Society  and  the  NINDS  have  identified  target  areas  of  MS  research  with  enormous 
potential  for  investment  including:  Refine  and  increase  the  knowledge  of  genes  that 
predispose  people  to  develop  MS  and  identify  ways  to  halt  or  reverse  that  process; 
identify  the  targets  in  the  immune-system  attacks  in  MS  and  develop  new  methods 
to  block  or  repair  the  destruction  of  the  myelin  insulation  that  coats  nerve  fibers; 
investigate  cellular  and  molecular  mechanisms  underlying  recovery,  including  mye- 
Hn-producing  cells  and  production  of  myelin;  conduct  clinical  trials  of  new  treat- 
ments and  develop  new  methods  to  enhance  recovery;  and  establish  four  additional 
MS  clinical  research  centers  to  foster  multidisciplinary  MS  research. 

The  National  Multiple  Sclerosis  Society  urges  an  appropriation  of  $938  million  for 
the  National  Institute  of  Neurological  Disorders  and  Stroke,  because  it  will  allow 
an  increase  in  the  low  percentage  of  approved  grant  proposals  currently  being  fund- 
ed, and  it  will  allow  a  significant  increase  in  neurological  research  that  is  MS-relat- 
ed. 

national  institute  of  allergy  and  infectious  disease 

Researchers  have  proposed  the  idea  of  a  vaccine  for  the  treatment  of  MS  and 
other  autoimmune  diseases.  They  have  discovered  that  some  of  the  cells  involved 
in  the  immune  response  (called  T  cells)  attack  the  brain  in  people  with  MS.  Drugs 
that  suppress  the  immune  system  are  being  given  to  some  patients  in  an  attempt 
to  suppress  the  activated  T  cells.  The  next  step  would  be  to  develop  a  more  speciuc 
treatment  that  can  attack  the  activated  T  cells  without  affecting  healthy  cells.  This 
targeted  approach  may  serve  as  a  model  for  treating  other  autoimmune  diseases. 

Thus  in  addition  to  our  request  foi'  increased  funding  for  neurological  research  in 
NINDS,  we  urge  you  to  appropriate  $1.55  billion  toward  basic  and  clinical  immunol- 
ogy and  autoimmunity  at  NIAJD. 

NATIONAL  CENTER  FOR  MEDICAL  REHABILITATION  RESEARCH 

For  the  National  Center  for  Medical  Rehabilitation  Research,  we  request  funding 
of  $30  million  as  recommended  by  the  National  Advisory  Board  on  Medical  Rehabili- 
tation Research.  The  research  coming  through  NCMRR  will  lead  to  health  care 
treatments  for  those  living  with  MS.  The  Advisory  Board  Report  on  Activities  have 
enumerated  many  opportunities  that,  so  far,  have  gone  unfunded. 

The  following  are  just  a  few  of  the  research  areas  for  which  investment  now  could 
yield  significant  results:  improving  function  of  people  with  disabilities;  improving 
mobility;  developing  new  devices;  finding  measurements  to  detect  changes  and  pre- 
dict future  function;  and  interface  of  MS  disease  process  and  factors  relatea  to 
women,  (i.e.  menses,  pregnancy,  menopause). 

Department  of  Education 

rehabilitation  services  administration 

We  urge  you  to  support  the  President's  budget  for  the  Rehabilitation  Services  Ad- 
ministration (RSA).  In  the  interest  of  cost  savings,  we  would  ask  you  to  encourage 
RSA  to  use  funds  that  come  available  from  expiring  grants  to  support  a  demonstra- 
tion project  to  look  at  ways  of  assisting  people  with  chronic  and  progressive  disabil- 
ities both  obtain  and  retain  employment  through  early  intervention. 

Additionally,  we  would  like  to  point  out  and  commend  RSA  for  its  new  peer  re- 
view process  for  their  grants  which  requires  at  least  one  reviewer  with  a  disability. 
It  is  essential  that  people  with  disabiUties  are  brought  into  any  process  which  will 
have  an  effect  on  their  own  lives.  Clearly,  rehabilitation  programs  are  viewed  dif- 
ferently by  providers  and  consumers,  and  RSA  has  wisely  taken  into  consideration 
the  need  for  both  views. 
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NATIONAL  INSTITUTE  OF  DISABILITY  AND  REHABILITATION  RESEARCH 

The  National  Institute  of  Disability  and  Rehabilitation  Research  (NIDRR)  has  two 
separate  areas  of  funding  requirements,  its  basic  research  program  and  the  Tech- 
nology Related  Assistance  Program  for  People  with  Disabilities  (Tech  Act).  Included 
in  high  potential  basic  research  areas  are:  measurement  of  services;  access  to  health 
care  for  people  with  disabilities;  degenerative,  progressive  diseases;  service  integra- 
tion; implementation  and  evaluation  of  effects  of  the  Americans  with  Disabilities 
Act;  and  early  intervention  with  family  programs. 

Though  project  conclusion  will  allow  for  turnover  and  new  grant  awards,  the 
President's  request  to  pre- 1993  levels  will  greatly  curtail  significant  achievement  in 
these  areas  of  opportunity.  Therefore,  the  National  MS  Society  urges  that  you  pro- 
vide $80  million  for  this  program. 

As  regards  the  "Tech  Act"  funding,  the  Society  is  pleased  with  the  President's  re- 
quest for  funding  which  amounts  to  a  $40,744  million  increase  over  1994.  Roll  out 
and  use  of  proven  models  can  only  be  achieved  by  providing  the  states  with  suffi- 
cient funds  to  disseminate  and  coordinate  information,  and  for  encouraging  the  de- 
velopment of  technologies  for  people  with  disabilities. 

Again,  I  would  like  to  thank  you  for  allowing  me  to  testify.  The  following  is  a 
short  sununary  of  the  appropriations  requested  by  the  National  Multiple  Sclerosis 
Society:  $938  million  for  the  National  Institute  of  Neurological  Disorders  and 
Stroke;  $1.55  billion  for  the  National  Institute  of  Allergy  and  Infectious  Diseases; 
$30  million  for  the  National  Center  for  Medical  Rehabilitation  Research;  $80  million 
for  the  National  Institute  of  Disability  and  Rehabilitation  Research;  and  $2,362  bil- 
lion, per  the  President's  request,  to  the  Rehabilitation  Services  Administration  with 
direction  for  the  funding  of  a  special  demonstration  project  using  early  intervention 
to  assist  people  with  chronic  and  progressive  disabilities  such  as  MS  in  both  retain- 
ing and  obtaining  employment. 

STATEMENT  OF  CHARLES  M.  HELMS,  INFECTIOUS  DISEASES  SOCIETY 
OF  AMERICA 

Senator  KoHL.  Mr.  Charles  Helms. 

Dr.  Helms.  Good  morning,  Senator  Kohl.  My  name  is  Charles 
Helms.  I  am  an  infectious  disease  physician,  also  from  Iowa,  from 
Iowa  City  at  the  university.  I  represent  the  Infectious  Diseases  So- 
ciety of  America  which  really  appreciates  the  opportunity  to  testify 
here  before  this  august  body. 

I  would  like  to  testify  with  regard  to  the  budgets  of  funding  for 
the  National  Institute  of  Allergy  and  Infectious  Diseases,  the  Cen- 
ters for  Disease  Control  and  Prevention,  and  the  National  Vaccine 
Program.  We  applaud  the  historic  dedication  and  expertise  of  this 
committee,  its  chairman,  and  its  members  to  the  health  care  and 
feeding,  if  you  will,  of  the  NIH  over  the  years. 

The  Society  has  analyzed  the  President's  budget  for  the  NIAID, 
the  CDC,  and  the  National  Vaccine  Program.  Frankly,  while  some 
programs  received  small  increases,  we  are  concerned  that  this 
year's  budget  does  not  reflect  quite  appropriately  the  commitment 
to  research,  training,  and  prevention  activities  that  our  society 
works  to  support.  While  the  society  understands  the  fiscal  con- 
straints facing  this  Congress  and  the  Nation,  we  urge  this  sub- 
committee to  demonstrate  leadership  and  foresight  in  this  area. 

We  hope  that  the  subcommittee  will  pay  attention  to  the  profes- 
sional judgment  budgets  of  NIAID  and  CDC,  which  the  society  sup- 
ports. You  can  refer  to  our  detailed  testimony  for  much  of  the  de- 
tails of  that.  I  would  like  to  highlight  some  of  the  areas  that  are 
of  particular  concern  to  some  of  our  membership. 

First,  in  terms  of  vaccine  research,  as  Chairman  Harkin  and  you 
members  know,  recent  scientific  advances  have  enabled  the  devel- 
opment of  new  vaccines  and  significant  improvements  in  the  effi- 
ciency and  safety  of  existing  vaccines.  With  increased  funding,  the 
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NIAID  and  the  CDC  will  be  able  to  develop  cost-effective  vaccines 
for  many  infectious  diseases,  including  AIDS,  sexually  transmitted 
diseases,  and  tuberculosis.  We  must  make  an  investment. 

In  terms  of  AIDS  research,  the  1995  budget  for  AIDS  research 
at  NIAID  retreats  from  last  year's  very  welcome  increase  of  over 
18  percent  for  AIDS  research.  The  proposed  increase  this  year  of 
6  percent  over  the  fiscal  year  1994  appropriation  is  probably  not 
going  to  be  sufficient  to  sustain  out-year  obligations  made  last 
year. 

In  terms  of  training  and  career  grants  in  areas  of  infectious  dis- 
eases not  targeted  for  AIDS,  the  NIAID  budget  in  essence  proposes 
freezing  both  training  grants  and  research  career  development 
awards.  Rejecting  freezes  on  these  time-tested  and  relatively  inex- 
pensive programs  will  ensure  that  the  basic  biomedical  research 
being  conducted  today  will  yield  a  bounty  of  knowledge  to  be  cap- 
italized on  tomorrow. 

In  terms  of  the  National  Vaccine  Program,  the  program  was  en- 
acted in  1986,  and  the  program  has  been  very  successful  in  facili- 
tating effective  collaboration  between  Government  and  private  pro- 
grams to  expand  the  public's  access  to  vaccines  and  immunizations. 
All  you  have  to  do  is  think  about  that  measles  white  paper  that 
was  published  several  years  ago  in  the  wake  of  the  measles  epi- 
demic to  recognize  the  import  of  the  vaccine  program  in  helping  to 
define  what  went  wrong  with  our  immunization  system  during  the 
measles  epidemic. 

While  the  society  applauds  the  action  of  this  subcommittee  in  ap- 
propriating funds  for  the  National  Vaccine  Program,  funding  thus 
far  for  this  program  has  been  insufficient  to  permit  it  to  operate 
at  its  best.  Health  care  reform  initiatives  properly  have  placed  pre- 
vention at  the  top  of  this  Nation's  health  care  agenda.  However, 
adequate  funding  for  vaccine  development  and  dissemination  must 
follow. 

Tuberculosis:  Really  a  key  issue  and  of  great  concern.  Many  of 
my  old  time  colleagues  remember  tuberculosis.  I  unfortunately  am 
learning  about  tuberculosis  all  over  again.  Society  members  con- 
tinue to  be  deeply  concerned  by  the  spread  of  TB,  particularly  mul- 
tiple drug-resistant  TB.  We  need  more  antibiotics  to  treat  these  re- 
sistant bacteria.  In  addition,  we  need  to  develop  a  vaccine  against 
TB  in  the  long  run. 

Sexually  transmitted  disease  prevention  and  treatment:  If  ever 
there  has  been  something  that  has  been  with  mankind  for  numer- 
ous years,  it  is  STD's.  Still  with  us,  we  need  new  techniques  and 
new  approaches  to  preventing  these  particular  diseases.  We  need 
more  funding  in  these  CDC  programs  and  NIH  programs  geared 
and  focusing  in  that  area. 

PREPARED  STATEMENT 

Mr.  Chairman,  Senator  Kohl,  the  Infectious  Diseases  Society  of 
America  appreciates  very  much  the  opportunity  to  lend  its  exper- 
tise to  the  analysis  of  the  President's  budget  as  it  relates  to  the 
prevention  and  treatment  of  infectious  diseases  as  well  as  training 
and  research  in  this  important  field.  We  believe  that  you  will  con- 
clude as  we  do  that  investments  beyond  those  in  the  President's 
budget  will  pay  great  dividends  in  the  near  future. 
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Thank  you. 

Senator  KoHL.  Thank  you  very  much,  Dr.  Helms. 

[The  statement  follows:] 

Statement  of  Charles  M.  Helms,  M.D. 

The  Infectious  Diseases  Society  of  America  (the  "Society"),  representing  over  4,300 
physicians  and  scientists  devoted  to  patient  care,  education,  research,  and  commu- 
nity health  planning  in  infectious  diseases,  appreciates  this  opportunity  to  testily 
before  the  Senate  Appropriations  Subcommittee  on  Labor-HHS-Education  and  Re- 
lated Agencies  concerning  fiscal  year  1995  funding  for  the  National  Institute  of  Al- 
lergy and  Infectious  Diseases  ("NIAID"),  the  Centers  for  Disease  Control  and  Pre- 
vention ("CDC"),  and  the  National  Vaccine  Program.  We  applaud  the  dedication  and 
expertise  of  the  Chairman  and  Members  of  this  important  Subcommittee,  who  have 
contributed  so  much  to  the  health  of  the  nation. 

RECOMMENDATIONS  FOR  FISCAL  YEAR  1995  APPROPRIATIONS 

The  Society  has  analyzed  the  President's  Budget  for  the  NIAID,  the  CDC,  and  the 
National  Vaccine  Program.  Frankly,  we  are  concerned  that  this  year's  budget  does 
not  reflect  appropriately  the  commitment  to  research,  training,  and  prevention  ac- 
tivities that  tne  Society  works  to  support.  The  fact  of  the  matter  is  tnat  an  invest- 
ment of  sufficient  dollars  now  in  these  valuable  programs  will  pay  significant  divi- 
dends in  the  fiiture  to  the  American  people  in  dramatically  reduced  healtii  care 
costs  and  improved  quality  of  life  for  millions.  While  the  Society  understands  the 
fiscal  constraints  facing  this  Congress  and  the  nation,  we  urge  this  Subcommittee 
to  demonstrate  leadership  and  foresight  in  this  area  by  appropriating  much  needed 
funding  increases  for  these  programs  in  recognition  of  the  lives  and  dollars  that  ulti- 
mately will  be  saved.  Specifically,  we  request  that  this  Subcommittee  pay  particular 
attention  to  the  following  programs: 

Vaccine  Research. — For  fiscal  year  1994,  this  Subcommittee  ensured  that  addi- 
tional resources  for  vaccine  research  were  appropriated.  Yet,  the  1995  budget  ap- 
pears to  include  no  new  monies  to  continue  tnis  effort.  As  the  Chairman  and  Mem- 
bers of  this  Subcommittee  are  well  aware,  recent  scientific  advances  have  enabled 
the  development  of  new  vaccines  and  significant  improvements  in  the  efficiency  and 
safety  of  existing  vaccines.  With  increased  funding,  the  NIAID  and  the  CDC  will  be 
able  to  develop  cost-effective  vaccines  for  many  infectious  diseases,  including  sexu- 
ally transmitted  diseases  and  tuberculosis.  Of  particular  concern  to  Society  mem- 
bers, who  are  the  primary  caregivers  for  persons  with  AIDS,  is  the  need  for  in- 
creased funds  for  both  laboratory  studies  and  clinical  trials  for  potential  AIDS  vac- 
cines. 

AIDS  Research.— The  1995  budget  for  AIDS  research  at  the  NIAID  retreats  from 
last  year's  welcome  increase  of  over  18  percent  for  AIDS  research  from  the  previous 
year.  The  proposed  increase  of  6  percent  over  the  fiscal  year  1994  appropriation  is 
probably  not  sufficient  even  to  sustain  out-year  obligations  made  last  year.  This  is 
particularly  true  for  research  involving  clinical  trials,  in  which  significantly  greater 
expenses  occur  in  second  and  subsequent  years  of  funding,  when  patient  care  is  in- 
volved. 

Training  and  Career  Grants. — In  areas  of  infectious  diseases  not  targeted  for 
AIDS,  the  NIAID  budget,  in  essence,  proposes  freezing  both  training  grants  and  re- 
search career  development  awards  (through  freezing  positions).  As  this  Committee 
is  well  aware,  the  biomedical  discoveries  being  made  today  had  their  origins  in  the 
basic  biomedical  research  training  conducted  in  the  past.  Rejecting  freezes  on  these 
time-tested  (and  relatively  inexpensive)  programs  will  ensure  that  the  basic  bio- 
medical research  being  conducted  today  will  3deld  a  bounty  of  knowledge  to  be  cap- 
italized on  tomorrow. 

The  National  Vaccine  Program. — Enacted  in  1986,  the  National  Vaccine  Program 
has  been  very  successful  in  facilitating  effective  collaboration  between  government 
and  private  programs  to  expand  the  public's  access  to  vaccines  and  immunizations. 
Last  year,  $2,737,000  was  appropriated  for  the  National  Vaccine  Program  and  an- 
other $6,000,000  for  the  CD(J  immunization  program.  The  CDC  funds  were  to  be 
distributed  in  consultetion  with  the  National  Vaccine  Program  and  the  National 
Vaccine  Advisory  Committee  to  coordinate  a  comprehensive  federal  response  that 
would  allow  children  to  be  immunized  in  a  timely  fashion.  These  funds  also  were 
to  be  used  as  seed  money  for  emerging  vaccine  initiatives  in  various  agencies  that 
could  not  be  developed  and  funded  during  the  normal  federal  budget  cycle.  While 
the  Society  applauds  the  action  of  the  Subcommittee  in  appropriating  funds  for  the 
National  Vaccine  Program,  funding  thus  far  for  this  program  has  been  insufficient 


346 

to  satisfactorily  meet  the  goal  of  the  National  Vaccine  Program.  Health  care  reform 
initiatives  properly  have  placed  prevention  at  the  top  of  this  nation's  health  care 
agenda.  However,  adequate  funding  for  vaccine  development  and  dissemination 
must  follow. 

Tuberculosis. — Society  members  continue  to  be  deeply  concerned  by  the  spread  of 
tuberculosis  ("TB"),  particularly  multi-drug  resistant  TB.  Infectious  diseases  physi- 
cians have  been  at  the  forefront  of  tuberculosis  clinical  care,  with  the  infectious  dis- 
eases physician  becoming  the  primary  specialist  treating  TB  patients  in  many  com- 
munities. In  addition,  epidemiologists  at  many  hospitals  in  the  United  States,  are 
infectious  diseases  physicians.  With  the  care  of  TB  patients  having  moved  from  the 
sanitarium  to  the  general  hospital  setting,  the  prevention  of  nosocomial  spread  of 
TB  is  a  major  concern  of  Society  members.  Further,  infectious,  diseases  physicians 
often  act  as  consultants  to  public  health  officials  in  developing  strategies  to  cope 
with  the  TB  crisis. 

More  funding  is  desperately  needed  for  both  the  NIAID  and  the  CDC  TB  pro- 
grams, particularly  in  light  of  the  increase  in  HlV-related  TB.  The  CDC  tuberculosis 
program  supports  grants  to  states  and  large  cities  to  strengthen  their  surveillance, 
control,  and  elimination  programs.  Funds  are  to  be  used  to  hire  more  outreach 
workers,  to  support  research  to  develop  new  prevention,  diagnostic,  and  treatment 
technologies,  to  upgrade  state  and  local  laboratories,  to  further  epidemiological  in- 
vestigations, and  to  train  health  care  workers.  We  recommend  $484  million  for  the 
CDC  TB  elimination  program. 

Much  more  also  needs  to  be  provided  for  vaccine  development  for  TB.  TB,  particu- 
larly multi-drug  resistant  TB,  is  very  difficult  and  costly  to  treat.  Current  treat- 
ments can  require  from  six  to  12  months  and  involve  three  to  six  different  drugs, 
with  costs  approaching  $260,000  per  person.  We  urge  that  additional  funds  be  pro- 
vided to  fund  TB  drug  research  and  development  at  the  NIAID. 

Emerging  Infectious  Diseases. — Unfortunately,  as  the  environment  changes  and 
pathogens  evolve,  new  infectious  diseases  are  bound  to  emerge.  For  example,  new 
diseases,  such  as  HIV  infection,  hantavirus  pulmonary  syndrome,  and  kidney  failure 
associated  with  Escherichia  coli,  have  been  introduced  because  of  changes  in  human 
behavior  and  environmental  changes.  The  CDC  is  developing  an  action  plan  that 
emphasizes:  (1)  improved  disease  detection  by  developing  a  global  surveillance  net- 
work; (2)  a  cooperative  agreement  program  with  states  and  universities  for  applied 
research;  (3)  enhancement  of  the  nation's  ability  to  respond  to  disease  emergencies; 
and  (4)  strengthening  of  the  public  health  system.  The  Society  recommends  that 
$125  million  be  appropriated  to  CDC  to  address  emerging  infectious  diseases  in  fis- 
cal year  1995. 

STD  Prevention  and  Treatment. — More  than  12  million  Americans  acquire  a  sexu- 
ally transmitted  disease  ("STD")  each  year.  That  equals  33,000  people  being  newly 
infected  every  day.  Treating  STD's  requires  little  money  when  caught  early.  At  the 
same  time,  the  cost  of  ignoring  STD  treatment  is  enormous.  For  example,  this  coun- 
try presently  spends  an  estimated  $2.4  billion  annually  on  its  treatment  of 
chlamydia  and  its  complications.  However,  if  chlamydia  is  detected  in  its  early 
stages,  the  cure  can  cost  as  little  as  $2.25  per  case.  For  the  chlamydia  screening 
and  outreach  program,  the  Society  recommends  funding  at  the  fully  authorized  level 
of  $25  million. 

Fiscal  year  1994  marks  the  first  year  of  the  national  STD  Accelerated  Prevention 
Campaigns  ("APC")  Grants  Program.  Through  this  new  program,  the  CDC  hopes  to 
encourage  and  provide  support  for  the  development  of  innovative  approaches  to  STD 
prevention  and  treatment  both  within  and  beyond  traditional  STD  clinics.  This  year, 
the  CDC  was  able  to  pull  together  $2  million  from  other  areas  to  fund  12  APC's 
at  a  minimal  level.  For  fiscal  year  1995,  we  recommend  $14  million  in  funding  for 
APC  grants. 

In  addition,  increased  funds  must  be  made  available  for  medical  school  training 
in  the  detection  and  treatment  of  STD's.  These  funds  would  be  used  for  the  develop- 
ment of  model  curricula,  including  faculty  training,  that  would  emphasize  the  detec- 
tion and  treatment  of  STD's,  particularly  in  women  and  adolescents.  We  recommend 
$17  million  for  medical  school  training. 

CONCLUSION 

Mr.  Chairman,  the  Infectious  Diseases  Society  of  America  appreciates  very  much 
the  opportunity  to  lend  its  expertise  to  an  analysis  of  the  President's  budget  as  it 
relates  to  the  prevention  and  treatment  of  infectious  diseases,  as  well  as  training 
and  research  in  this  important  field.  We  very  much  hope  that  you  and  your  staff 
will  pay  particular  attention  to  the  Professional  Judgment  Budgets  of  the  NIAID 
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and  the  CDC.  We  believe  that  you  will  conclude,  as  we  do,  that  investments  beyond 
those  in  the  President's  budget  will  pay  great  dividends  in  the  near  future. 

STATEMENT  OF  LINDA  HINTON,  NATIONAL  ASSOCIATION  OF  PRIVATE 
RESIDENTIAL  RESOURCES 

Senator  Kohl.  Now,  we  have  Linda  Hinton  who  formerly  worked 
with  Tom  Harkin  on  the  DisabiHty  Policy  Subcommittee. 

Ms.  Hinton.  Thank  you,  Senator  Kohl.  My  name  is  Linda  Hin- 
ton, and  I  am  now  the  executive  director  of  the  Iowa  Association 
of  Rehabilitation  and  Residential  Facilities.  I  am  here  testifying  for 
the  American  Network  of  Community  Options  and  Resources. 
ANCOR  represents  more  than  550  private  agencies  nationwide  that 
support  over  50,000  persons  with  mental  retardation  and  other  de- 
velopmental disabilities. 

We  have  two  recommendations  in  addition  to  those  that  you  will 
see  from  the  Consortium  for  Citizens  with  Disabilities.  First,  pro- 
vide funding  to  maintain  stafTmg  levels  at  the  Health  Care  Financ- 
ing Administration  and  redirect  staff  positions  to  offices  that  are 
administering  Medicaid  and  HCFA's  quality  assurance  programs; 
and  two,  provide  additional  funding  for  the  preventive  health  serv- 
ices block  grant  program  for  fiscal  year  1995  and  direct  the  States 
to  use  a  portion  of  these  funds  to  provide  hepatitis  B  vaccinations 
to  adults  who  are  at  risk  of  exposure  to  this  disease. 

I  would  like  to  take  this  opportunity  to  expand  on  the  second  rec- 
ommendation. The  Centers  for  Disease  Control  and  Prevention  has 
identified  persons  with  developmental  disabilities  who  have  once 
lived  in  an  institution  as  a  higher  risk  of  being  infected  with  hepa- 
titis B  than  the  general  population,  and  has  recommended  that 
these  individuals  be  vaccinated  against  the  virus. 

In  addition,  CDC  has  determined  that  those  who  provide  direct 
supports  to  such  persons  and  who  risk  exposure  to  their  blood  or 
potentially  infectious  materials  should  receive  the  vaccine.  This  in- 
cludes not  only  the  employees  of  programs  such  as  the  ones 
ANCOR  represents  but  also  the  family  and  friends  of  individuals 
with  developmental  disabilities,  as  well. 

OSHA  rules  require  employers  to  offer  hepatitis  B  vaccine  to 
workers  who  may  potentially  be  exposed  to  hepatitis  B.  But  there 
is  no  Federal  funding  available  to  assist  with  the  cost  of  this  en- 
deavor. This  effectively  shifts  the  burden  of  addressing  this  nation- 
wide public  health  concern  in  the  adult  population  to  the  private 
sector.  The  reality,  however,  is  the  employers  that  ANCOR  rep- 
resents are  by  and  large  private  nonprofit  human  service  agencies 
who  rely  on  public  programs  for  funding.  In  Iowa,  as  in  many  other 
States,  these  agencies  have  had  their  reimbursement  rates  frozen 
for  a  number  of  years  and  face  the  very  real  prospect  that  their  re- 
imbursement rates  may  be  cut  due  to  the  fiscal  problems  in  various 
areas. 

Therefore,  an  additional  unfunded  requirement  means  that  line 
items  such  as  staff  salary  and  benefits  or  staff  training  will  have 
to  be  cut.  Adequate  funds  for  these  critical  areas  are  necessary  in 
order  to  ensure  that  there  are  well  qualified  trained  staff  providing 
community-based  services  for  persons  with  developmental  disabil- 
ities. Obviously,  we  are  caught  in  a  catch-22. 

Not  only  is  this  cost-shifting  a  burden  to  human  service  agencies, 
it  is  an  inefficient  way  to  address  an  important  public  health  con- 
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cern.  The  turnover  of  direct  care  staff  in  residential  programs  for 
persons  with  developmental  disabilities  is  described  as  excessive  in 
a  recent  study.  Since  the  hepatitis  B  vaccine  is  given  in  a  series 
of  three  shots  over  a  period  of  at  least  6  months,  employees  may 
begin  the  series  and  then  leave  the  employ  of  that  particular  agen- 
cy who  no  longer  has  responsibility  to  pay  for  the  vaccine.  It  may 
be  necessary  to  start  the  series  over  if  the  employee  allows  too 
much  time  to  elapse  before  continuing  the  series,  either  on  their 
own  or  through  another  employer. 

PREPARED  STATEMENT 

The  Federal  Government  has  long  recognized  the  efficiency  and 
effectiveness  of  providing  vaccines  to  address  various  public  health 
concerns.  Hepatitis  B  vaccine  is  being  provided  to  children  through 
the  new  Federal  Vaccines  for  Children  Program.  We  need  to  find 
a  better  way  to  provide  it  to  adults.  I  would  encourage  the  sub- 
committee to  include  report  language  in  the  appropriations  bill  di- 
recting States  to  begin  to  use  the  Preventive  Health  Services  Block 
Grant  Program  to  provide  hepatitis  B  vaccine  to  all  adults  who  are 
at  risk,  persons  with  developmental  disabilities,  their  families  and 
friends,  and  the  human  service  agency  employees  who  are  at  risk 
to  exposure  to  hepatitis  B.  This  is  the  only  logical  way  to  decrease 
the  spread  of  hepatitis  B  by  ensuring  that  all  who  may  be  exposed 
are  protected. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Linda  Hinton 

The  American  Network  of  Community  Options  and  Resources  (ANCOR)  currently 
represents  more  than  550  private  agencies  nationwide  that  together  support  over 
50,000  people  with  mental  retardation  and  other  developmental  disabilities.  Our 
members  offer  a  full  range  of  services  and  supports,  with  growing  emphasis  on  indi- 
vidualized supports  to  people  who  live  at  home  or  in  small  group  living  arrange- 
ments in  the  community.  Many  of  the  Federal  programs  which  people  with  devel- 
opmental disabilities  rely  upon  to  increase  their  self-dependence  are  under  the  juris- 
diction of  this  Subcommittee.  We  will  touch  on  just  a  few  in  this  statement. 

MEDICAID 

Medicaid  is  one  of  the  most  important  Federal  programs  for  people  with  mental 
retardation  and  related  conditions. 

ANCOR  strongly  supports  planning  already  begun  by  the  Health  Care  Financing 
Administration  to  employ  Total  Quality  Management  techniques  to  improve  the  in- 
ternal management  of  the  agency  and  to  begin  turning  greater  attention  in  quality 
assurance  surveys  from  records  and  procedures  to  a  focus  on  consumer  satisfac- 
tion— the  ultimate  gauge  of  the  true  quality  of  a  service.  ANCOR  strongly  supports 
administrative  procedures  that  rely  on  consumer  choice  and  program  outcomes.  The 
regulations  and  survey  process  require  more  formal  revision,  however,  with  greater 
focus  on  consumer  satisfaction — and  this  will  involve  considerable  staff  time  and  ef- 
fort. While  ANCOR  also  supports  the  targeting  of  mandatory  surveys  to  error-prone 
facilities,  as  announced  in  the  Department  of  Health  and  Human  Services'  fiscal 
year  1995  budget  document,  we  do  not  believe  that  this  will  significantly  reduce  de- 
mands on  survey  staff.  We  are  concerned,  therefore,  that  the  President's  budget  rec- 
ommends reducing  HCFA's  staffing  level  by  57  full-time  employees  in  fiscal  year 
1995.  Other  HCFA  offices  are  finding  that  they  are  short  staffed  as  well.  We  under- 
stand that  Dr.  Bruce  C.  Vladeck,  the  Administrator  of  HCFA,  has  indicated  that  the 
Medicaid  Bureau  is  already  understaffed.  It  makes  little  sense  to  further  reduce  the 
staffing  levels  in  this  important  bureau. 
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ANCOR  recommends  that  HCFA's  staffing  levels  not  be  reduced  in  fiscal  year 
1995,  and  that  staff  positions  be  redirected  to  offices  that  are  administering  Medic- 
aid and  HCFA's  quality  assurance  programs. 

CENTEItS  FOR  DISEASE  CONTROL  AND  PREVENTION 

People  with  developmental  disabilities  who  once  lived  in  large  state  institutions 
have  been  identified  by  the  Centers  for  Disease  Control  as  at  higher  risk  of  being 
infected  with  the  hepatitis  B  virus  than  the  general  population.  The  new  "Vaccines 
for  Children"  program  will  provide  protection  for  children  from  this  potentially  dan- 
gerous bloodbome  pathogen,  but  there  are  many  adults  with  developmental  disabil- 
ities who  are  now  living  in  the  community  (and  still  others  who  remain  in  state  in- 
stitutions) who  should  be  immunized.  In  addition  to  people  with  developmental  dis- 
abilities themselves,  the  CDC  has  determined  that  people  who  provide  direct  sup- 
ports to  those  individuals — and  who  are  at  risk  of  coming  into  contact  with  their 
blood  or  "other  potentially  infectious  materials  (OPIM)" — should  receive  the  hepa- 
titis B  vaccination.  This  means  not  just  paid  employees  but  family  members  and 
friends  as  well.  It  appears  that  hepatitis  B  has  become  a  public  health  concern.  As 
such,  it  should  be  addressed  through  the  Public  Health  Service. 

The  Occupational  Safety  and  Health  Administration  is  enforcing  rules  published 
in  December  1991  which  require  employers  to  offer  hepatitis  B  vaccine  to  workers 
who  are  potentially  exposed  to  blood  or  OPIM,  which  creates  a  risk  of  exposure  to 
hepatitis  B  and  other  pathogens.  The  vaccine  (a  series  of  three  injections)  is  quite 
expensive.  This  mandate  for  employee  protection  is  laudable,  but  it  was  not  accom- 
panied by  Federal  funding.  It  is  difficult  for  many  human  service  agencies  in  the 
private  sector — who  rely  on  public  programs  for  funding — to  comply  with  this  and 
other  OSHA  requirements  when  reimbursement  levels  are  frozen  in  many  states 
and  may  be  cut  in  others.  (States  are  more  willing  to  find  additional  funds  to  pay 
for  new  mandates  in  publicly-operated  programs  than  they  are  to  increase  reim- 
bursement levels  to  cover  costs  associated  with  such  new  mandates  in  privately-op- 
erated programs.)  Private  agencies  are  reluctant  to  reduce  services  to  pay  for  the 
vaccine,  and  when  reimbursement  levels  are  not  increased  to  cover  costs,  it  means 
that  the  funds  are  usually  taken  from  employee  salaries  and  benefits,  or  previously 
planned  increases  in  those  benefits.  It  is  ironic  that  a  mandate  which  is  designed 
to  help  employees  in  one  way  creates  a  loss  to  them  in  another. 

This  problem  is  an  ongoing  one  because  of  the  relatively  high  rate  of  turnover  in 
many  human  service  programs.  Employees  who  start  a  series  of  shots  sometimes  do 
not  complete  the  series  before  resigning,  and  then  that  person's  replacement  must 
begin  the  series.  Others  begin  the  series,  decide  against  completing  it,  and  later 
change  their  minds  and  begin  it  again — from  the  beginning,  because  the  first  effort 
was  not  completed  within  the  prescribed  time  frame.  This  escalates  costs. 

ANCOR  is  concerned  that  the  Administration  is  proposing  that  funding  for  the 
Preventive  Health  Services  Block  Grant  program  be  frozen  at  the  same  level  ($157 
million)  which  was  appropriated  for  fiscal  year  1994.  We  would  like  to  see  states 
begin  to  use  this  important  CDC  program  to  provide  vaccine  for  adults  with  devel- 
opmental disabilities  and  not  only  employees  who  are  at  risk  of  coming  into  contact 
with  their  blood  or  OPIM,  but  for  family  members  and  friends  who  come  into  con- 
tact with  them  as  well.  The  risk  of  spreading  hepatitis  B  will  not  decrease  until  all 
who  may  be  infected  are  protected,  and  this  should  be  the  responsibility  of  the  Pub- 
lic health  Service. 

ANCOR  asks  that  additional  funding  be  provided  for  the  Health  Services  Block 
Grant  Program  in  fiscal  year  1995,  and  that  States  be  instructed  to  use  a  portion 
of  these  funds  to  provide  hepatitis  B  injections  to  adults  with  developmental  disabil- 
ities and  to  their  friends,  family  members  and  employees  who  support  them  and 
who  have  been  identified  by  the  CDC  as  being  at  higher  risk  of  contracting  this  dis- 
ease. 

OTHER  RECOMMENDATIONS 

ANCOR  is  working  with  other  members  of  the  Consortium  for  Citizens  with  Dis- 
abilities (CCD)  to  analyze  the  President's  Budget  as  it  affects  people  with  disabil- 
ities. If  not  completed  by  the  time  this  testimony  is  entered  into  the  record,  it  will 
be  available  shortly  thereafter.  ANCOR  ejcpects  to  support  all  of  the  fiscal  year  1995 
appropriation  recommendations  included  in  the  CCD  book:  The  Impact  of  the  Presi- 
dent's Fiscal  Year  1995  Budget  on  Programs  for  People  with  Disabilities. 

ANCOR  supports  the  fiscal  year  1995  appropriation  levels  recommended  by  the 
Consortium  for  Citizens  With  Disabilities. 
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SUMMARY 


ANCOR  respectfully  seeks  the  following:  ANCOR  recommends  that  HCFA's  staff- 
ing levels  not  be  reduced  in  fiscal  year  1995,  and  that  staff  positions  be  redirected 
to  offices  that  are  administering  Medicaid  and  HCFA's  quality  assurance  programs; 
ANCOR  asks  that  additional  funding  be  provided  for  the  Health  Services  Block 
Grant  Program  in  fiscal  vear  1995,  and  that  States  be  instructed  to  use  a  portion 
of  these  funds  to  provide  hepatitis  B  injections  to  adults  with  developmental  disabil- 
ities and  to  their  friends,  family  members  and  employees  who  support  them  and 
who  have  been  identified  by  the  CDC  as  being  at  higher  risk  of  contracting  this  dis- 
ease; and  ANCOR  supports  the  fiscal  year  1995  appropriation  levels  recommended 
by  the  Consortium  for  Citizens  With  Disabilities. 

Senator  KOHL.  We  thank  you,  Ms.  Hinton,  Dr.  Helms,  Ms.  Ray, 
Dr.  Whedon.  You  have  all  spoken  very  convincingly  for  the  causes 
that  you  represent,  and  we  appreciate  your  coming  here  today. 

STATEMENT  OF  I.  JON  RUSSELL,  M.D.,  FIBROMYALGIA  NETWORK 

Senator  Kohl.  For  our  next  panel  we  will  have  I.  Jon  Russell, 
Carole  M.  Rogin,  Daniel  Paul  Perez,  Barney  Cline,  Vicki  and  Fred 
Modell,  and  Robert  J.  Cousins. 

Do  we  need  another  chair?  Just  pull  one  up  from  the  side  if  you 
wish. 

Dr.  Russell. 

Dr.  Russell.  Thank  you.  Senator,  members  of  the  staff.  I  am 
here  to  represent  the  Fibromyalgia  Network,  which  is  a  coalition 
of  20,000  fibromyalgia  patients  across  the  country.  And  it  is  just 
one  of  300  such  patient  support  groups  across  the  United  States. 

I  am  a  physician,  licensed  to  practice  medicine  in  the  State  of 
Texas.  I  am  also  an  investigator  in  the  area  of  fibromyalgia,  and 
have  done  that  for  approximately  12  years.  So,  I  am  quite  familiar 
with  the  problems  that  these  patients  experience.  My  basic  science 
training  is  at  the  University  of  Nebraska,  with  a  doctorate  in  bio- 
chemistry, a  medical  degree  from  Loma  Linda  University,  and 
training  in  medicine  and  rheumatology  from  the  Mayo  Clinic. 

Fibromyalgia  syndrome  is  a  common  clinical  disorder  which  has 
been  characterized  by  chronic,  widespread  musculoskeletal  pain, 
uncontrollable  fatigue,  and  a  high  disabling  potential,  very  similar 
to  that  of  rheumatoid  arthritis.  The  cause  is  unknown,  but  it  af- 
fects mostly  women  in  their  critical  middle  years.  Effective  treat- 
ments are  not  yet  available. 

In  1993,  the  NIH,  for  the  first  time,  convened  a  fact-finding 
workshop  on  fibromyalgia  syndrome,  and  Congress  approved  $1.4 
million  for  research  directed  at  understanding  this  condition.  The 
legislative  community  is  to  be  congratulated  for  that  very  impor- 
tant progress,  because  this  is  the  first  time  that  this  disorder  has 
been  recognized  by  the  U.S.  Government,  per  se,  even  though  it 
probably  has  been  with  mankind  ever  since  at  least  the  1500's. 

Fibromyalgia  is  not  a  lethal  disease,  but  it  saps  the  energy  and 
vitality  of  otherwise  productive  American  citizens,  dramatically  re- 
ducing their  quality  of  life.  Just  like  infectious  diseases  have  suc- 
cumbed to  the  administration  of  antibiotics,  we  believe  that  this 
disorder  can  be  controlled,  but  we  must  first  gain  a  better  grasp 
of  its  cause  through  aggressive  biomedical  research. 

Once  this  condition  was  conceived  as  a  wastebasket  diagnosis,  to 
be  made  only  after  ever5rthing  else  had  been  excluded.  But  atti- 
tudes about  fibromyalgia  are  changing.  The  basis  for  that  is  diag- 
nostic criteria  which  really  work  in  making  this  diagnosis  and  are 
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approved  by  the  American  College  of  Rheumatology.  Although 
these  criteria  are  very  easy  to  use,  most  physicians  lack  training 
in  this  area,  so  many  patients  are  going  undiagnosed. 

A  common  lament  among  patients  with  fibromyalgia  is  that  they 
appear  to  look  healthy  when  they  feel  so  miserable.  To  understand 
how  patients  feel,  just  think  about  the  time  you  had  the  flu.  Your 
muscles  ached  all  over  and  you  could  not  fathom  the  thought  of 
getting  out  of  bed.  This  is  how  fibromyalgia  patients  describe  their 
condition,  but  unlike  the  24-hour  flu  bug,  their  symptoms  do  not 
go  away. 

The  pain  experienced  and  the  limitations  in  the  ability  to  per- 
form in  the  role  of  a  spouse,  a  homemaker,  a  parent,  and  an  em- 
ployee are  as  severe  in  fibromyalgia  as  they  are  in  rheumatoid  ar- 
thritis. Other  typical  manifestations  of  this  disorder  include  dif- 
ficulty sleeping,  severe  morning  stiffness,  daytime  fatigue,  chronic 
muscle  contraction,  headaches,  confusion,  and  memory  deficits,  de- 
pression, cramping  abdominal  pain,  and  a  peculiar  intolerance  for 
physical  activity. 

Several  studies  have  now  shown  that  fibromyalgia  is  present  in 
about  20  percent  of  all  new  patients  evaluated  by  rheumatologists, 
about  6  to  12  percent  of  all  patients  waiting  to  see  a  general  inter- 
nist. The  frequency  of  fibromyalgia  in  the  U.S.  Caucasian  popu- 
lation has  now  been  established  to  be  2  percent  of  the  general  pop- 
ulation. It  appears  that  the  frequency  is  approximately  the  same 
in  each  of  the  other  ethnic  groups  that  it  has  been  evaluated,  and 
approximately  the  same  in  about  five  other  countries  in  the  world 
in  which  it  has  been  evaluated,  in  terms  of  prevalence. 

Based  on  survey  data,  30  percent  of  fibromyalgia  had  to  change 
jobs,  and  17  percent  were  unable  to  work  at  all  because  of  their 
chronic  symptoms.  Fifty-four  percent  reported  difficulty  in  perform- 
ing routine  daily  living  activities.  On  the  other  hand,  only  11  per- 
cent of  fibromyalgia  patients  were  successful  in  an  application  for 
Social  Security  disability,  compared  to  24  percent  of  patients  with 
rheumatoid  arthritis. 

Why  is  that  discrepancy  present? 

It  is  because  rheumatoid  arthritis  is  included  in  the  official  So- 
cial Security  list  of  conditions  commonly  causing  disability,  while 
fibromyalgia  is  not. 

Using  the  11-percent  disability  rate  and  appljdng  it  to  the  5  mil- 
lion people  in  the  United  States  who  have  fibromyalgia  syndrome, 
the  current  annual  disability  payment  amounts  roughly  to  $5.3  bil- 
lion. 

If  we  add  up  the  cost  of  caring  for  these  patients,  the  cost  of  un- 
necessary laboratory  tests  and  hospitalizations  which  result  from 
physicians  not  being  familiar  with  the  disorder,  the  total  cost  to  the 
U.S.  economy  without  counting  any  loss  of  work  on  the  basis  of 
these  patients,  we  have  estimated  it  at  $9.2  billion — and  we  think 
that  is  a  very  conservative  number  because  of  all  the  things  that 
are  not  included  in  it. 

These  figures  really,  we  think,  justify  a  concerted  effort  to  help 
patients  with  this  disorder.  Research,  so  far,  has  all  been  funded 
by  the  private  sector,  with  the  exception  of  one  study  funded  by  the 
NIH.  In  spite  of  that,  there  is  very  clear  evidence  that  this  disorder 
involves  neurotransmitters  in  the  central  nervous  system,  and  that 
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these  neurotransmitters  are  causing  these  individuals  to  feel  as 
painful  what  would  be  sensations  to  normal  individuals. 

Our  recommendations  are  that  Senate  language  be  sent  to  the 
NIH  to  increase  the  current  funding  of  $1.4  million  to  $4.2  million, 
only  three  times  higher  than  last  year's  initial  amount.  But  this 
amount  represents  only  84  cents  per  patient  per  year  to  study  a 
disorder  that  is  really  tremendously  affecting  those  individuals. 

PREPARED  STATEMENT 

We  also  propose  that  resources  be  provided  to  educate  physicians 
about  this  disorder  so  they  will  be  more  effective  in  dealing  with 
it.  And  we  would  suggest  that  there  be  established  a  temporary 
commission  to  further  explore  the  impact  of  this  disorder  on  work 
loss,  workers'  compensation,  health  insurance  benefits,  welfare 
compensation,  and  patient  longevity.  That  commission  could  then 
report  back  to  Congress  on  future  directions  regarding  this  dis- 
order. 

We  thank  you. 

Senator  KOHL.  Thank  you  very  much,  Dr.  Russell. 

[The  statement  follows:] 

Statement  of  I.  Jon  Russell,  M.D. 

INTRODUCTION 

Fibromyalgia  syndrome  (FMS)  is  a  common  disorder  characterized  by  chronic, 
wide-spread,  musculoskeletal  pain,  uncontrollable  fatigue  and  a  high  disabling 
potential  *  *  *  similar  to  that  of  rheumatoid  arthritis.  Prevalence  data  indicate 
that  this  disorder  affects  5  million  Americans.  The  cause  is  unknown  and  effective 
treatments  are  not  yet  available.  In  1993  the  NIH  convened  a  fact-finding  workshop 
for  FMS,  and  Congress  approved  the  allocation  of  $1.4  million  for  research.  The  leg- 
islative community  is  to  be  congratulated  for  that  important  progress. 

Fibromyalgia  is  not  a  lethal  disease  but  it  saps  the  energy  and  vitality  of  other- 
wise productive  American  citizens.  Just  like  infectious  diseases  have  succumbed  to 
the  administration  of  antibiotics,  this  disorder  can  be  controlled  but  we  must  first 
gain  a  better  grasp  of  its  cause. 

DIAGNOSIS 

Once  viewed  by  most  clinicians  as  a  "wastebasket  diagnosis,"  attitudes  about  FMS 
are  changing.  The  current  diagnostic  criteria,  approved  by  the  American  College  of 
Rheumatology  (ACR),  were  derived  from  a  multi-center  study  under  the  leadership 
of  Dr.  Fred  Wolfe  in  Wichita,  KS,  and  published  in  1990.  Although  the  criteria  are 
accurate  and  easy  to  apply,  many  physicians  lack  training  in  this  area. 

CLINICAL  FEATURES 

A  common  lament  of  fioistration  among  this  patient  group  is  that  they  appear  to 
look  healthy  when  they  feel  so  miserable.  To  understand  how  patients  feel,  just 
think  back  to  the  last  time  you  had  the  flu.  Your  muscles  ached  all  over  and  you 
couldn't  fathom  the  thought  of  getting  out  of  bed.  This  is  how  many  patients  with 
FMS  describe  their  condition,  but  unlike  the  24-hour  flu,  their  symptoms  don't  go 
away. 

The  pain  experienced  and  the  limitations  in  the  ability  to  perform  in  the  role  of 
a  spouse,  a  homemaker,  a  parent,  and  an  employee  are  as  severe  in  FMS  as  they 
are  in  rheumatoid  arthritis.  Other  typical  manifestations  of  FMS  include  difficulty 
sleeping,  severe  morning  stiffness,  davtime  fatigue,  chronic  muscle-contraction  head- 
aches, confusion  or  memory  deficits,  depression,  cramping  abdominal  pain,  and  a  pe- 
culiar intolerance  for  sustained  physical  activity. 

PREVALENCE,  DISABILITY,  AND  FISCAL  IMPACT 

Several  studies  have  shown  that  FMS  is  present  in  about  20  percent  of  fill  new 
patients  evaluated  by  rheumatologists  and  6-12  percent  of  patients  waiting  to  see 
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a  general  internist.  The  freauency  of  FMS  in  the  U.S.  Caucasian  population  has  now 
been  established  by  Dr.  Wolfe  in  Wichita  to  be  2  percent  of  the  general  population, 
.5  percent  of  white  males  and  3.4  percent  of  white  females.  Based  upon  Dr.  Wolfe's 
data,  it  can  be  calculated  that  there  are  about  5  million  people  in  this  country  with 
FMS.  The  prevalence  of  this  disorder  is  comparable  to  that  figure  in  every  country 
so  far  studied,  including  Norway,  Denmark,  Germany,  Poland,  and  South  Africa. 

From  survey  data  collected  in  a  multi-center  study,  Dr.  Wolfe  found  that  30  per- 
cent of  the  FMS  patients  had  to  change  jobs  and  17  percent  were  unable  to  work 
at  all  because  of  their  chronic  symptoms.  54  percent  reported  difficulty  in  perform- 
ing routine  daily  living  activities.  Only  11  percent  of  FMS-diagnosed  patients  were 
successful  in  their  application  for  Social  Security  disability  support.  That  figure 
compares  with  24  percent  for  patients  with  rheumatoid  arthritis.  Why  the  discrep- 
ancy? Rheumatoid  arthritis  is  included  in  the  official  Social  Security  list  of  condi- 
tions commonly  causing  disability  while  FMS  is  not.  Using  the  11  percent  disability 
rate  and  applying  it  to  the  5  million  people  in  the  U.S.  who  have  FMS,  the  current 
annual  disability  payments  amount  to  roughly  $5.3  billion  (assuming  an  average 
pension  of  $800/month). 

An  important  observation  by  Dr.  Wolfe's  team  was  that  70  percent  of  81  patients 
surveyed  were  hospitalized  for  painful  symptoms  prior  to  receiving  the  FMS  diag- 
nosis. This  compares  to  22  percent  for  the  community  controls.  A  three  year  follow- 
up  study  of  this  same  patient  group  revealed  that  the  number  of  hospitalizations 
after  diagnosis  were  dramatically  reduced.  Expensive  hospitalizations,  costly  and  in- 
appropriate surgeries,  and  unnecessary  testing  are  common  problems  because,  on 
the  average,  there  is  a  five  year  delay  in  making  the  diagnosis  of  FMS.  Educating 
physicians  to  make  a  timely  diagnosis  could  save  patients  and  their  insurance  com- 
panies an  estimated  $300  million  per  year  in  hospital  costs  (assuming  a  10  percent 
reduction  in  the  number  of  hospitalizations  at  a  cost  of  $3,000/hospital  visit  and  es- 
timating that  at  any  given  time  20  percent  or  1  million  patients  are  yet  to  be  diag- 
nosed). The  actual  cost  of  making  the  FMS  diagnosis  is  estimated  to  be  at  least  $500 
miUion  annually.  Even  after  a  diagnosis  is  rendered,  patients  typically  visit  their 
physician  for  routine  follow-ups  3  times  per  year  and  virtually  all  of  them  take  at 
least  one  prescription  medicine  for  their  disorder.  Post-diagnostic  health  care  costs 
are  approximately  $3.1  billion  annually  ($600/yr/patient  for  medications,  $150/yr  for 
physician  care,  $20/yr  for  tests — all  times  4  million  people — or  80  percent  of  the  pa- 
tients). 

Summarizing  the  fiscal  impact  of  FMS  in  the  U.S.:  Prevalence:  5  million;  percent 
receiving  disability:  11  percent;  annual  disability  cost:  $5.3  billion;  annual  pre-diag- 
nostic  hospitalizations:  $0.3  billion;  annual  cost  of  making  the  diagnosis:  $0.5  bil- 
lion; and  annual  post-diagnostic  health  care  cost:  $3.1  billion.  Total  yearly  drain  on 
U.S.  economy:  $9.2  billion. 

These  figures  certainly  justify  a  concerted  effort  to  help  the  patients  who  are  suf- 
fering from  this  condition  and  to  reduce  its  burden  on  the  economy. 

ETIOLOGY 

Usually,  the  most  effective  way  to  develop  therapy  for  a  medical  condition  is  to 
find  out  what  causes  it,  so  precisely-directed  treatment  can  be  developed.  The  cause 
of  FMS  remains  unknown  but  several  theories  have  been  proposed. 

Neurotransmitters.— ^enirai  nervous  system  serotonin  might  be  deficient  because 
it  is  known  to  reduce  pain  perception  and  improve  sleep.  Dr.  I.  Jon  Russell's  group 
showed  that  the  essential  amino  acid  tryptophan  (the  metabolic  precursor  of  sero- 
tonin) plus  6  other  amino  acids  and  serotonin  were  deficient  in  the  serum  of  FMS 
patients  compared  with  normal  controls.  Dr.  Muhammad  Yunus  of  Peoria,  IL,  found 
impaired  transport  of  tryptophan  from  the  blood  into  the  brain  where  it  is  needed 
for  serotonin  synthesis.  Dr.  W.  Muller's  group  in  Switzerland  confirmed  the  finding 
of  low  serotonin  in  fibromyalgia  serum  and  correlated  it  with  symptom  severity.  A 
dramatic  abnormality  in  FMS  cerebrospinal  fluid  was  reported  by  Dr.  Henning 
Vaeroy  of  Norway.  Substance  P,  a  neurotransmitter  involved  in  the  signaling  of  pain 
at  the  spinal  cord  level  was  3-fold  higher  in  the  spinal  fluid  of  FMS  patients  than 
in  normal  controls.  Dr.  Russell  has  confirmed  that  finding  with  San  Antonio  pa- 
tients. 

Hormones. — Dr.  McCain,  then  working  in  London,  Ontario,  and  Dr.  Leslie 
Crofford  fi-om  NIH  have  documented  abnormalities  in  the  response  of  the  Cortisol 
system  to  physical  and  chemical  stressors.  Hypothalamic  stimulation  by 
corticotropin  releasing  hormone  (CRH)  produced  an  exaggerated  response,  suggest- 
ing that  this  hormone  was  deficient  in  patients,  and  may  be  contributing  to  the 
symptom  of  fatigue.  Dr.  Eduard  Griep,  from  the  Netherlands,  found  the  same  abnor- 
malities. Dr.  Robert  Bennett  of  Portland,  OR,  and  Dr.  Russell  have  both  shown  that 
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serum  levels  of  insulin-like  growth  factor-1  (IGFl)  are  low  in  FMS.  IGFl  is  involved 
in  the  daily  repair  of  muscle  cells,  and  low  levels  may  be  contributing  to  muscular 
pain. 

Metabolic  Systems. — Dr.  Ann  Bengtsson  in  Sweden  found  that  the  levels  of  ATP, 
the  bodjr^s  immediate  source  of  energy,  was  lower  than  normal  in  the  muscle  of  pa- 
tients with  FMS.  An  examination  of  the  red  blood  cells  of  FMS  patients  in  Dr.  Rus- 
sell's laboratory  disclosed  lower  than  normal  levels  of  ATP  in  them  as  well.  Relating 
to  these  findings,  Dr.  Daniel  Clauw  of  Washington,  DC,  and  Dr.  Thomas  Romano 
of  Wheeling,  WV,  have  reported  red  blood  cell  magnesium  levels  to  be  below  the 
norm. 

Just  how  all  of  these  biochemical  abnormalities  can  be  integrated  to  explain  the 
sjmiptoms  of  FMS  is  not  clear.  It  is  evident,  however,  that  FMS  is  no  longer  a 
"wastebasket  diagnosis"  entirely  lacking  in  objective  abnormalities. 

TREATMENT 

No  single  therapeutic  intervention  is  capable  of  controlling  the  symptoms  of  FMS. 
As  stated  by  Dr.  Rene  Cailliet,  "Our  ignorance  should  never  lead  us  to  complacency, 
nor  should  any  patient  who  complains  of  disabling  musculoskeletal  pain  be  denied 
a  searching  mind  nor  willingness  to  explore  innovative  treatment."  Only  four  medi- 
cations have  been  documented  to  be  somewhat  helpful  in  FMS:  amitriptyline, 
cyclobenzaprine,  alprazolam,  and  5-hydroxy-tryptophan. 

At  best,  we  believe  that  70  percent  of  patients  experience  a  30-50  percent  reduc- 
tion of  their  symptoms  with  treatment  while  the  remainder  struggle  to  find  ways 
to  adapt  to  substantial  changes  in  their  life  style.  Even  when  a  particular  therapy 
helps,  its  benefit  may  not  persist.  At  the  NIH  workshop  last  year,  Dr.  Don  Golden- 
berg  of  Boston,  MA,  stated  that  patients  often  complain;  "My  improvement  wore 
off.'^ 

RECOMMENDATIONS 

I  urge  the  Committee  to  recommend  that  the  following  actions  be  taken:  (a)  in- 
crease NIH  research  funding  on  FMS  to  $4.2  million  (3-times  higher  than  last  year's 
initial  $1.4  million  UFA) — this  amounts  to  only  $0.84/patient/year,  (b)  provide  re- 
sources to  educate  physicians  about  this  disorder,  (c)  direct  the  Social  Security  Ad- 
ministration to  consider  including  FMS  in  the  list  of  potentially  disabling  conditions, 
and  (d)  establish  a  temporary  commission  to  further  explore  the  impact  of  this  dis- 
order on  work  loss,  worker's  compensation,  health  insurance  benefits,  welfare  com- 
pensation, and  patient  longevity.  That  commission  could  then  advise  Congress  on 
future  directions  regarding  this  disorder. 

On  behalf  of  the  300  FMS  patient  support  groups  in  the  U.S.,  I  wish  to  thank 
the  Committee  for  its  continued  interest  in  the  fibromyalgia  syndrome. 

STATEMENT   OF   CAROLE   M.   ROGIN,   PRESIDENT,   HEARING   INDUS- 
TRIES ASSOCIATION 

Senator  KOHL.  Carole  Rogin. 

Ms.  ROGIN.  Thank  you,  Senator  Kohl. 

I  am  the  President  of  the  Hearing  Industries  Association,  HIA, 
and  on  behalf  of  our  member  companies,  I  want  to  thank  you  for 
the  opportunity  to  appear  today  to  talk  about  an  important  pro- 
gram of  the  National  Institute  on  Deafness  and  Other  Communica- 
tion Disorders,  and  also  to  thank  you  for  your  involvement  in  some 
current  issues  related  to  hearing  loss  and  hearing  aids. 

By  way  of  background,  HIA  is  the  trade  association  for  the  com- 
panies that  manufacture  hearing  aids,  hearing  aid  components,  ac- 
cessories, batteries,  hearing  test  equipment,  and  other  hearing 
health  care  products.  We  represent,  really,  the  vast  majority  of  the 
producers  in  the  hearing  aid  industry,  and  our  hearing  aid  manu- 
facturing members  make  approximately  90  percent  of  all  the  hear- 
ing aids  sold  in  the  United  States  on  an  annual  basis. 

As  you  know,  hearing  loss  is  the  third  most  chronic  condition 
among  the  elderly,  eclipsed  only  by  arthritis  and  hypertension.  The 
numbers  of  people  in  the  United  States  over  the  age  of  65  will  in- 
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crease  dramatically,  as  we  all  know,  in  the  century  to  come.  So,  the 
importance  of  hearing  loss  to  our  society  is  a  key  one. 

The  National  Institute  on  Deafness  and  Other  Communication 
Disorders  carries  out  extensive  research  on  hearing  loss  and  hear- 
ing in  general.  Critical  to  this  work  is  a  program  of  NIDCD  that 
is  designed  to  conduct  clinical  trials  of  hearing  aids.  This  work, 
HIA  believes,  must  be  done  if  we  are  to  advance  the  technology 
and,  importantly,  provide  to  purchasers  of  hearing  aids  accurate 
and  comprehensive  information  about  the  benefits  that  they  are 
Hkely  to  receive  from  the  use  of  hearing  aids. 

Research  and  development  is  critical  if  a  basic  mission  of  NIDCD 
is  to  be  achieved,  which  is  improving  the  quality  of  life  for  the  mil- 
Hons  and  millions  of  Americans  with  some  degree  of  hearing  im- 
pairment. 

HIA  has  followed  closely  the  collaboration  initiated  by  Dr.  James 
Snowe,  Director  of  the  Institute,  with  the  Department  of  Veterans 
Affairs,  for  the  conduct  of  clinical  trials  of  hearing  aids.  A  memo- 
randum of  understanding  between  these  two  organizations  provides 
for  a  collaborative  research  and  development  approach,  including 
an  assessment  of  the  current  state  of  the  art,  basic  and  applied 
hearing  aid  research  grants  program  announcements,  contracts  for 
developing  promising  new  hearing  aid  strategies  and  technologies, 
conduct  of  clinical  trials  of  existing  and  emerging  hearing  aid  con- 
cepts, and  the  establishment  of  a  national  forum  for  scientists  and 
health  care  professionals  in  the  hearing  health  care  field. 

Senator  Kohl,  I  think,  as  you  know,  it  would  be  wrong  to  believe 
that  clinical  trials  of  hearing  aids  will  be  a  simple  process.  There 
are  so  many  variables,  and  the  individual  perception  of  hearing  is 
so  subjective  than  any  scientifically  worthy  clinical  trial  project  will 
cost  hundreds  of  thousands  of  dollars.  Today,  hearing  aids  come 
with  many  adjustable  features,  and  the  hearing  aid  fitter  and  even 
the  hearing  aid  wearer  can  make  changes.  Additionally,  hearing 
aids  must  perform  in  a  wide  range  of  acoustic  environments,  and 
in  a  broad,  broad  range  of  environmental  stresses. 

The  process  of  writing  the  protocols  for  these  clinical  studies  will 
be  very  complex.  And  our  organization  is  concerned  that  there  is 
not  adequate  funding  for  this  important  research  activity.  Con- 
sequently, we  urge  the  subcommittee  to  allocate  an  additional 
$750,000  for  the  conduct  of  these  clinical  trials. 

As  we  know,  both  congressional  leaders  and  scientists  have 
talked  about  expanding  NIH's  role  in  funding  applications  of  basic 
research.  In  HIA's  view,  there  is  no  better  area  where  the  interests 
of  basic  and  applied  research  can  meet  than  in  the  development  of 
new  hearing  aids.  The  request  we  are  making  is  a  small  fraction 
of  the  total  NIH  budget,  yet  it  will  benefit  millions  and  millions  of 
Americans. 

PREPARED  STATEMENT 

The  member  companies  of  HIA  look  forward  to  continuing  to 
work  with  NIDCD  and  with  the  Veterans  Administration  in  this 
important  undertaking,  and  we  urge  you  to  assure  that  the  pro- 
gram is  adequately  funded. 

Thank  you. 

[The  statement  follows:] 
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Statement  of  Carole  M.  Rogin 

Mr.  Chairman,  I  am  Carole  M.  Rogin,  President  of  the  Hearing  Industries  Asso- 
ciation (HIA).  On  behalf  of  the  member  companies  of  HIA,  thank  you  for  this  oppor- 
tunity to  appear  before  you.  My  purpose  today  is  to  update  you  on  an  important 
program  of  the  National  Institute  on  Deafness  and  Other  Communication  Disorders. 

HLA  is  composed  of  32  companies  which  manufacture  approximately  90  percent 
of  the  hearing  aids  produced  in  the  United  States,  and  includes  companies  that 
manufacture  nearing  aid  components,  batteries,  accessories  and  other  hearing 
health  care  products,  thus  encompassing  the  major  producers  in  the  hearing  health 
care  field.  HIA's  primary  objective  is  to  increase  public  awareness  of  the  good  hear- 
ing health  and  to  support  the  appropriate  use  of  hearing  aids  by  people  who  can 
benefit  from  amplification.  More  than  26  million  Americans  currently  report  some 
degree  of  hearing  loss.  Currently,  approximately  5.8  million  Americans  own  hearing 
aids. 

Hearing  impairment  is  third  most  chronic  health  problem  among  the  elderly,  after 
arthritis  and  hypertension.  By  the  year  2000,  it  is  projected  that  35  million  persons 
will  be  age  65  or  over.  Therefore,  many  more  millions  will  experience  hearing  loss. 

Mr.  Chairman,  your  leadership  in  the  establishment  of  NIDCD  is  well  known 
throughout  the  hearing  health  community.  You  should  take  great  pride  in  the  ac- 
complishments of  NIDCD  in  the  five  years  since  it  was  created. 

For  millions  of  Americans  with  hearing  loss,  hearing  aids  present  the  only  effec- 
tive means  of  ameliorating  this  condition.  It  is  critical  that  hearing  impaired  con- 
svmiers  benefit  from  aids  that  are  as  technologically  advanced  as  possible.  Most  of 
the  32  member  companies  of  HIA  are  small  businesses  for  whom  investing  in  re- 
search and  development  is  simply  a  dream. 

The  NIDCD  carries  out  extensive  research  on  hearing,  hearing  loss  and  on  the 
development  of  new  types  of  hearing  aids.  Critical  to  this  effort  is  the  program  of 
the  National  Institute  on  Deafness  and  Other  Communication  Disorders  to  conduct 
clinical  trials  of  hearing  aids.  This  must  be  done  if  we  are  to  advance  the  technology 
and  provide  consumers  with  accurate  information  about  the  benefit  they  are  likely 
to  receive.  Research  and  development  of  hearing  aids,  incorporating  advanced  signal 
processing  capabilities  to  accommodate  individual  hearing  deficits,  is  critical  if  a 
basic  mission  of  NIDCD  is  to  be  achieved — improving  the  quality  of  life  for  the  near- 
ly 28  million  Americans  with  hearing  impairment. 

HIA  has  closely  followed  the  collaboration  initiated  by  Dr.  James  B.  Snow,  Jr., 
Director  of  NIDCD  with  the  Department  of  Veterans  Affairs  for  the  conduct  of  clini- 
cal trials.  The  plan  was  based  on  the  knowledge  that  the  most  commonly  encoun- 
tered difficulty  with  hearing  aids  is  the  understanding  of  speech  in  noise. 

After  several  month  of  planning  and  discussion,  a  memorandum  of  Understanding 
between  the  NIDCD  and  the  DVA  was  signed  on  August  31,  1992.  The  MOU  pro- 
vides for  a  collaborative  research  and  development  approach  including  the  assess- 
ment of  the  current  state  of  the  field  of  hearing  aid  research,  basic  and  applied 
hearing  aid  research  grants  program  announcements,  contracts  for  developing  prom- 
ising new  hearing  aid  strategies  and  technologies  including  new  device  development, 
the  conduct  of  clinical  trials  of  existing  and  to-be-developed  hearing  aid  concepts 
and  the  establishment  of  a  National  forum  for  scientists  and  health  care  profes- 
sionals in  the  field  of  hearing  aid  research  and  development. 

HIA  has  sought  to  provide  input  into  the  advisory  process  for  the  development 
of  clinical  trials.  We  have  found  a  welcome  and  an  interest  in  the  experience  of  our 
members  which  is  most  heartening.  We  intend  to  continue  our  efforts  with  NIDCD 
and  DVA  in  order  to  facilitate  the  clinical  trials  efforts. 

Mr.  Chairman,  it  would  be  wrong  to  beUeve  that  chnical  trials  of  hearing  aids  is 
a  simple  process.  There  are  so  many  variables  and  the  perception  of  hearing  is  so 
subjective  that  any  scientifically  worthy  clinical  trial  will  costs  hundreds  of  thou- 
sands of  dollars.  Today,  many  hearing  aids  come  with  adjustable  features  with  the 
hearing  aid  fitter  and/or  wearer  can  change.  The  listening  situations  are  highly  vari- 
able, changing  from  quiet  to  noisy,  indoor  to  outdoor,  etc.  The  process  of  writing  the 
protocols  and  of  carrying  out  this  research  is  complex.  The  HIA  is  very  concerned 
that  there  is  not  adequate  funding  in  the  President's  budget  for  this  important  re- 
search activity.  HIA  urges  the  Subcommittee  to  allocate  an  additional  three-quar- 
ters of  a  million  dollars  to  the  President's  request  for  the  conduct  of  these  clinical 
trials. 

Mr.  Chairman,  both  Congressional  leaders  and  scientists  have  talked  about  ex- 
panding NIH's  role  in  funding  applications  of  basic  research.  There  is  no  better  area 
where  the  interests  of  basic  research  and  applied  research  can  meet  than  in  the  de- 
velopment of  a  new  generation  of  hearing  aids.  The  request  HIA's  makes  is  a  small 
fraction  of  the  total  NIH  budget.  Yet,  it  can,  and  we  believe  it  will,  have  tremendous 
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benefits.  The  member  companies  of  the  HIA  look  forward  to  working  with  the 
NIDCD  and  the  DVA  in  this  important  undertaking  and  we  urge  you  to  assure  that 
this  program  is  adequately  funded. 

Senator  KOHL.  Thank  you,  Ms.  Rogin. 

Ms.  Rogin,  do  most  elderly  people  experience  some  loss  of  hear- 
ing? 

Ms.  Rogin.  The  estimates,  which  are  based  on  self-reported  hear- 
ing losses,  can  range  as  high  as  40  to  50  percent. 

Senator  KOHL.  So  that  it  is  not  unusual  for  people  over  65  to 
begin  to  lose  their  hearing  capacity? 

Ms.  Rogin.  Not  at  all.  Hearing  is  a  common  partner  of  the  aging 
process. 

Senator  KOHL.  Are  there  many  people  who  do  not  lose  any  hear- 
ing impairment  as  they  get  older? 

Ms.  Rogin.  I  think  that  if  work  were  done  on  that  area — and  I 
know  of  no  studies  that  document  no  loss — I  think  we  would  find 
that  there  is  some  degree  of  hearing  impairment  in  every  individ- 
ual as  he  or  she  ages. 

Senator  Kohl.  Thank  you. 

STATEMENT  OF  DANIEL  PAUL  PEREZ,  PRESffiENT,  FACIOSCAPULOHU- 
MERAL SOCIETY,  me. 

Senator  KOHL.  Mr.  Daniel  Paul  Perez. 

Mr.  Perez.  Senator  Kohl,  it  is  a  great  pleasure  to  appear  before 
you  today.  My  name  is  Daniel  Paul  Perez  of  Lexington,  MA,  and 
I  am  here  before  you  today  as  president  of  the  Facioscapulo- 
humeral Society  and  as  an  individual  who  has  this  rare  disorder. 

My  testimony  today  is  about  the  profound  and  devastating  effects 
of  a  disease  known  as  facioscapulohumeral  disease,  which  is  also 
known  as  FSH  muscular  dystrophy  or  FSHD,  and  the  urgent  need 
for  NIH  funding  for  research  on  this  disorder. 

According  to  our  research,  little,  if  any,  work  is  going  on  in  either 
the  National  Institute  of  Neurological  Disorders  and  Stroke  or  the 
National  Institute  of  Arthritis,  Musculoskeletal,  and  Skin  Diseases. 

The  major  consequence  of  inheriting  this  disease  is  that  of  a  pro- 
gressive loss  of  skeletal  muscle  with  a  usual  pattern  of  initial  nota- 
ble weakness  of  facio,  scapula,  upper  arm  muscles,  and  subsequent 
developing  weaknesses  of  other  muscles  of  the  torso  and  lower 
limbs.  The  age  of  onset  is  variable,  as  is  the  eventual  extent  and 
degree  of  muscle  loss,  but  noticeable  muscle  weaknesses  are  usu- 
ally present  by  the  age  of  20.  Life  expectancy  is  normal  in  many, 
but  many,  if  not  most,  patients  become  significantly  incapacitated 
in  the  prime  of  life. 

There  is  an  infantile  form  of  FSH  which  is  extremely  severe  and 
may  result  in  an  early  death.  The  prognosis  of  FSH  includes  both 
the  loss  of  muscular  strength  that  limits  personal  and  occupational 
activities  and  a  total  loss  of  mobility  in  perhaps  20  percent  of  the 
cases.  Hearing  loss  and  retinal  abnormalities  have  been  associated 
with  FSHD. 

I  was  bom  to  a  family  that  had  already  experienced  the  extraor- 
dinary difficulty  of  receiving  a  proper  diagnosis  for  FSH.  In  the 
first  few  years  of  my  life  I  had  been  diagnosed  as  having  FSH  and 
a  severe  hearing  loss,  which  in  the  past  3  years  I  have  come  to  find 
out  is  part  of  FSH.  At  31  years  of  age,  I  consider  myself  a  lifelong 
survivor  of  the  severe  trauma  and  tension  of  FSH,  and  I  do  not  say 


358 

this  lightly,  I  have  dealt  with  the  continuing,  unrelenting,  and 
unending  loss  caused  by  FSH  from  the  first  second,  into  the  first 
minute,  hour,  day,  week,  over  the  months,  and  through  the  years. 

Not  for  a  moment  is  there  a  reprieve  from  the  continual  loss  of 
my  physical  ability.  Not  for  a  moment  is  there  a  time  for  me  to 
mourn.  Not  for  a  moment  is  there  relief  from  the  physical  and  men- 
tal pain  that  is  a  result  of  this  disease.  There  is  no  known  treat- 
ment and  no  known  cause  for  this  disease. 

FSH  has  insidiously  and  systematically  deprived  me  of  my  child- 
hood, my  adolescence,  and  the  full  range  of  choices  in  life.  FSH  af- 
fects the  way  you  walk,  the  way  you  dress,  the  way  you  work,  the 
way  you  wash,  the  way  you  sleep,  the  way  you  relate,  the  way  you 
parent,  the  way  you  love,  the  way  and  where  you  live,  and  the  way 
people  perceive  and  treat  you.  I  cannot  smile.  I  can  no  longer  hold 
a  baby  in  my  arms.  I  cannot  close  my  eyes  to  sleep.  I  can  no  longer 
run  or  walk  on  the  beach  or  climb  stairs. 

Every  day  I  am  aware  of  the  things  that  I  may  not  be  able  to 
do  tomorrow.  This  is  the  reality  for  the  10,000  to  25,000  people  liv- 
ing with  FSH. 

I  sincerely  hope  that  I  will  not  have  to  live  the  rest  of  days  man- 
aging my  way  through  decline  with  this  disease.  This  is  the  United 
States  of  America.  And  in  a  country  as  great  as  ours,  with  all  of 
its  technical  means  and  ability,  I  should  not  be  asked  to  sit  idly 
by  while  this  disease  takes  its  course. 

PREPARED  STATEMENT 

I  reiterate  that  it  is  absolutely  clear,  if  not  completely  black  and 
white,  that  the  No.  1  priority  for  individuals  with  FSH  and  the  one 
absolutely  commanding  imperative  for  the  Federal  Government  is 
to  initiate  and  accelerate  in  any  way  possible  research  on  FSH. 
With  modest  funding  and  a  clear  direction  from  Congress  to  the 
NIH  to  support  research,  significant  progress  can  be  made  in  con- 
quering and  perhaps  eliminating  this  devastating  disease. 

Senator  Kohl,  again,  thank  you  for  providing  this  opportunity  to 
testify  before  your  subcommittee. 

Senator  Kohl.  Thank  you,  Mr.  Perez.  Your  statement  was  out- 
standing. 

Mr.  Perez.  Thank  you. 

[The  statement  follows:] 

Statement  of  Daniel  Perez 

Mr.  Chairman,  it  is  a  great  pleasure  to  appear  before  you  today.  My  name  is  Dan- 
iel Paul  Perez  of  Lexington,  Massachusetts.  I  am  President  of  the  FSH  Society.^ 

A  little  over  four  years  ago,  several  of  us  with  FSH  disorder  began  the  task  of 
organizing  a  society  of  patients.  The  primary  purpose  of  our  organization  which  rep- 
resents over  450  families  and  individuals  who  have  been  diagnosed  with  FSH  is  to 
promote  basic  biomedical  and  clinical  research  on  the  FSH  disorder. 

I  appear  before  you  todav  to  communicate  one  absolute  imperative — the  need  for 
NIH  funding  on  this  disorder.  According  to  our  research,  little  if  any  work  is  going 
on  in  either  the  National  Institute  of  Neurological  Disorders  and  Stroke  (NINDS) 
or  the  National  Institute  of  Arthritis,  Muscloskeletal  and  Skin  Diseases  (NIAMS). 

Facioscapulohumeral  muscular  dystrophy  (FSH)  is  a  neuromuscular  disorder  that 
is  inherited  in  an  autosomal  dominant  fashion  and  has  an  estimated  frequency  of 
between  5  to  10  out  of  100,000.  The  range  could  be  greater  due  to  an  undetermined 
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number  of  sub-clinical  cases.  The  disorder  is  characterized  by  a  progressive  atrophy 
of  specific  muscles  of  the  face  (facio),  shoulder  (scapulo),  girdle,  and/or  upper  arms 
(humeral).  Often,  other  trunk  and/or  limb  muscles  are  affected.  The  age  of  onset  and 
the  severity  of  clinical  symptoms  are  variable  within  and  between  families,  although 
symptoms  are  usually  present  by  the  age  of  20.  Thus,  some  individuals  who  inherit 
the  FSH  gene  may  not  oe  aware  that  they  have  any  symptoms  of  FSH  whereas  indi- 
viduals with  severe  symptoms  (approximately  20  percent)  are  wheelchair-bound  by 
the  fourth  decade  of  life.  FSH  aflects  both  males  and  females  and  appears  to  show 
no  racial  bias. 

I  was  bom  to  a  family  that  already  experienced  the  extraordinary  difficulty  of  re- 
ceiving a  proper  diagnosis  for  FSH.  In  the  first  few  years  of  my  life  I  had  been  diag- 
nosed as  having  FSH  and  a  severe  hearing  loss,  which  in  the  past  3  vears  I  have 
come  to  find  out  is  part  of  FSH.  At  31  years  of  age,  I  consider  myself  a  life  long 
survivor  of  the  severe  trauma  and  tension  of  FSH,  and  I  do  not  say  this  lightly.  I 
have  dealt  with  the  continuing,  unrelenting  and  unending  loss  caused  by  FSH  from 
the  first  second  into  the  first  minute,  hour,  day,  week,  over  months  and  through  the 
years.  Not  for  a  moment  is  there  a  reprieve  from  the  continual  loss  of  my  physical 
ability;  not  for  a  moment  is  there  a  time  for  me  to  mourn;  not  for  a  moment  is  there 
relief  from  the  physical  and  mental  pain  that  is  a  result  of  this  disease.  FSH  has 
insidiously  and  systematically  deprived  me  of  my  childhood,  my  adolescence  and  the 
full  range  of  choices  in  life.  FSH  affects  the  way  one  walks,  dresses,  works,  loves, 
lives  and  relates  to  the  people  around  you.  I  cannot  smile;  I  cannot  hold  a  baby  in 
my  arms;  I  cannot  close  my  eyes  to  sleep.  I  can  no  longer  run  or  walk  on  the  beach 
or  climb  stairs.  Every  day  I  am  aware  of  the  things  that  I  may  not  be  able  to  do 
tomorrow.  This  is  the  reality  for  thousands  of  people  with  FSH. 

The  biochemical  basis  of  FSH  is  unknown.  However,  it  is  unlikely  that  the  gene 
for  FSH  codes  for  a  major  protein  component  of  muscle,  since  the  obvious  candidate 
genes  are  not  linked  to  the  FSH  locus  and  FSH  affects  a  variety  of  tissues  (ear  and 
eye  as  well  as  muscle).  The  delayed  age  of  onset  and  the  selective  muscle  involve- 
ment suggest  that  the  FSH  gene  is  spatially  and  developmentally  regulated. 

As  in  the  case  for  other  disease  gene  searches,  the  search  for  the  FSH  gene  has 
benefited  from  the  progress  made  by  the  human  genome  project  and  from  research 
on  other  neuromuscular  disorders.  The  Human  Genome  project,  both  in  the  United 
States  and  abroad,  has  developed  reagents  and  methods  that  have  been  instrumen- 
tal in  this  research.  The  study  of  all  related  genes  will  help  elucidate  how  muscle 
and  nervous  tissues  interact  to  result  in  a  fully  functional  muscle.  The  cloning  of 
the  FSH  gene  and  subsequent  knowledge  about  its  gene  product  will  contribute  to- 
ward this  knowledge  and  help  in  the  design  of  therapies  or  halt  or  reverse  the  mus- 
cle atrophy. 

Although  FSH  research  has  benefited  from  NIH  funding  of  the  genome  research, 
direct  funding  of  FSH  research  by  NIH  has  been  minimal.  Research  is  needed  for: 
mapping  genes  in  the  FSH  gene  region  on  chromosome  4;  identifying  the  other  FSH 
gene;  once  the  genes  are  identified,  developing  genetic  tests  for  the  disease  that  will 
detect  all  possible  mutation;  identifying  and  studying  the  FSH  gene  in  experimental 
organisms  (yeast,  fruit,  fly  and  mice);  developing  an  animal  model  for  FSH;  and 
studying  the  action  of  the  human  FSH  gene,  e.g.  tissue  expression  and  gene  regula- 
tion. 

Mr.  Chairman,  there  presently  is  very  modest  funding  of  FSH  from  NIH — perhaps 
a  half-million  dollars.  This  is  clearly  insufficient  given  the  recent  advances  and  the 
high  likelihood  of  making  significant  progress  in  the  very  near  future.  With  modest 
funding  and  a  clear  direction  from  Congress  to  the  NIH  to  support  research  through 
the  National  Institute  on  Neurological  Disorders  and  Stroke  and  the  National  Insti- 
tute on  Arthritis,  Musculoskeletal  and  Skin  Diseases  significant  progress  can  be 
made  in  conquering  and  perhaps  eliminating  this  devastating  disorder. 

Mr.  Chairman,  thank  you  for  providing  this  opportunity  to  testify  before  your  sub- 
committee. 

STATEMENT  OF  ROBERT  J.  COUSINS,  M.D.,  AMERICAN  INSTITUTE  OF 
NUTRITION 

Senator  KOHL.  Dr.  Cline.  Is  Barney  Cline  not  here? 

Dr.  Cousins. 

Dr.  Cousins.  Senator,  my  name  is  Bob  Cousins.  I  am  the  Boston 
family  professor  of  human  nutrition  at  the  University  of  Florida, 
and  I  direct  our  Center  for  Nutritional  Sciences.  And  I  am  here 
today  representing  the  American  Institute  of  Nutrition,  which  is  a 
scientific  society  of  nutrition  researchers  at  virtually  every  major 
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research  and  clinical  and  educational  institution  in  the  United 
States. 

I  want  to  thank  the  committee  for  the  past  support  that  Con- 
gress has  given  for  nutrition  research  and  for  the  opportunity  to  be 
here  today. 

Past  funding  for  NIH  and  USDA  nutrition  programs  has  enabled 
nutrition  scientists  to  provide  a  scientific  basis  upon  which  Amer- 
ican citizens  can  select  diets  that  contain  adequate  amounts  of 
those  nutrients  that  are  needed  for  growth  and  for  development. 
However,  new  advances  in  science  have  really  dramatically 
changed  the  direction  of  our  research.  The  revolutionary  changes  in 
molecular  biology,  for  example,  make  it  possible  to  now  examine 
nutrients  and  their  effects  as  never  before  possible. 

For  example,  the  relationship  between  nutrition,  gene  regulation, 
and  health  status,  as  well  as  the  use  of  new  molecular  methods  de- 
rived from  biotechnology  for  the  assessment  of  nutritional  status  of 
populations  and  also  of  individual  patients,  is  now  possible.  Nutri- 
tion's role  in  the  prevention  of  chronic  diseases,  such  as  cancer  and 
obesity,  as  well  as  nutrition's  role  in  treatment  of  critically  ill  pa- 
tients and  the  elderly,  as  well  as  the  special  requirements  of  preg- 
nancy and  lactation,  are  all  areas  that  this  new  technology  can  be 
applied  to.  And  with  that,  we  hope  that  health  care  costs  will  be 
reduced. 

The  American  Institute  of  Nutrition  recommends  enhanced  fund- 
ing of  individual  investigator-initiated  nutrition  research,  which,  as 
you  know,  has  proven  to  be  the  most  successful  funding  mecha- 
nism. We  also  recommend  that  a  separate  appropriation  of  at  least 
$10  million  annually  be  established  to  start  the  specific  aims  of  the 
bionutrition  initiative  within  the  NIH. 

We  are  also  concerned  about  future  investigators  in  this  field.  We 
are  requesting  additional  funding  to  support  pre-  and  post-doctoral 
training,  much  as  outlined  in  the  "Institute  of  Medicine"  report 
which  came  out  in  December.  Students  with  strong  academic  back- 
grounds in  science  are  desperately  needed  to  get  training  to  ad- 
dress nutrition  problems  that  are  both  applied  and  basic. 

The  American  Institute  of  Nutrition  also  supports  the  clinical  nu- 
trition research  units,  which  are  the  CNRU's,  as  they  are  called, 
which  are  another  mechanism  that  NIH  uses  to  show  their  commit- 
ment to  nutrition  research. 

PREPARED  STATEMENT 

Senator,  the  recommendations  that  the  American  Institute  of 
Nutrition  has  made  are  in  our  written  testimony,  and,  as  I  have 
stated,  they  include  enhanced  support  for  individual  investigator- 
initiated  research,  funding  of  a  portion  at  least  of  the  bionutrition 
initiative  at  NIH,  a  program  that  Dr.  Healy  started — or  rec- 
ommended— the  establishment  of  a  division  or  center  of  nutrition 
within  NIH,  and,  finally,  continued  funding  of  the  clinical  nutrition 
research  units. 

Thank  you. 

Senator  KOHL.  Thank  you.  Dr.  Cousins. 

[The  statement  follows:! 
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Statement  of  Dr.  Robert  J.  Cousins 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Robert  J.  Cousins, 
The  Boston  Family  Professor  of  Human  Nutrition  and  Director  of  the  Center  for  Nu- 
tritional Sciences  at  the  University  of  Florida,  testifying  on  behalf  of  the  American 
Institute  of  Nutrition. 

The  AIN  consists  of  more  than  3,000  nutrition  researchers  from  nearly  every 
major  research,  educational,  and  clinical  institution  in  the  United  States.  I  thank 
the  committee  for  its  support  of  nutrition  research  and  for  the  opportunity  to  speak 
on  that  subject  today. 

Past  funding  of  both  the  National  Institutes  of  Health  (NIH)  and  United  States 
Department  of  Agriculture  (USDA)  nutrition  programs  by  Congress  has  enabled  nu- 
trition scientists  in  this  country  to  provide  better  information  to  our  citizens  to  help 
them  select  diets  that  contain  adequate  amounts  of  those  nutrients  needed  for 
growth  and  development.  With  each  new  scientific  discovery,  it  is  becoming  more 
clearly  evident  that  proper  nutrition  plays  a  much  larger  role  in  maintaining  quality 
human  health,  and  preventing  and  treating  chronic  disease  than  previously  thought. 
As  Americans  learn  more  about  these  new  findings,  they  continue  to  place  an  in- 
creased value  on  the  nutritional  quality  and  nutritional  characteristics  of  the  foods 
they  eat.  Recent  outbreaks  of  food-borne  illness  have  also  heightened  concerns  about 
food  safety. 

Our  current  research  indicates  that  diet  is  a  factor  in  six  of  the  ten  leading  causes 
of  death  in  the  United  States — heart  disease,  cancer,  stroke,  diabetes,  liver  disease, 
and  atherosclerosis.  As  health  care  costs  rise  at  a  seemingly  uncontrollable  rate,  the 
cost  effectiveness  of  prevention  is  becoming  increasingly  apparent.  The  National 
Academy  of  Sciences  Food  and  Nutrition  Board  of  the  Institute  of  Medicine  noted 
in  its  recent  report  on  Opportunities  in  the  Nutrition  and  Food  Sciences  that  "With 
disease  prevention  becoming  more  important  in  this  time  of  health  care  reform,  con- 
tinued research  and  advances  in  the  nutrition  and  food  sciences  provide  great  oppor- 
tunities to  improve  the  lives  of  millions  of  Americans." 

New  advances  in  nutrition  science  are  dramatically  changing  the  direction  of  our 
research.  Revolutionary  studies  based  on  biotechnology  and  cellular  and  molecular 
biology,  and  other  new  techniques  developed  by  scientists,  make  it  possible  to  exam- 
ine the  roles  of  essential  nutrients  in  people  of  all  ages.  Specific  nutrient  inter- 
actions that  impact  on  disease  were  not  apparent  as  recently  as  10  years  ago,  but 
are  now  moving  to  the  level  of  clinical  trials.  With  expansion  of  these  eff"orts,  we 
believe  promising  results  can  be  obtained  from  further  research  in  the  following 
areas:  an  increased  understanding  of  the  relationship  between  nutrition  and  gene 
regulation  and  the  influence  of  these  responses  on  health  status;  the  role  of  nutri- 
tion in  the  prevention  of  cancer,  cardiovascular  disease,  diabetes,  hypertension,  and 
renal  diseases;  causes  and  treatment  of  obesity — the  major  U.S.  nutrition  problem; 
the  role  of  nutrition  in  treatment  of  the  critically  ill  and  in  maintaining  the  health 
of  the  elderly;  defining  optimal  levels  of  specific  nutrients  required  by  women  during 
periods  of  pregnancy  and  lactation,  and  by  rapidly  developing  infants  and  children; 
and  expanded  use  of  innovative  molecular  level  methods  derived  from  the  bio- 
technology industry  which  are  providing  new  approaches  to  the  nutritional  assess- 
ment of  different  populations  and  individual  patients. 

With  this  background  in  mind,  AIN  requests  an  emphasis  on  the  following  fiind- 
ing  mechanisms  within  NIH:  a  strong  NIH  budget  based  on  individual  investigator- 
initiated  research;  establishment  of  a  major  BioNutrition  initiative  at  NIH;  estab- 
lishment of  a  separate  nutrition  division  or  center  within  NIH;  increased  funding 
directed  toward  the  training  of  future  investigators;  and  continued  funding  of  Clini- 
cal Nutrition  Research  Units  (CNRU's). 

INDIVIDUAL  investigator-initiated  RESEARCH 

This  approach  has  proven  to  be  the  mechanism  that  has  provided  the  major  ad- 
vances in  nutrition  knowledge  and  should  remain  the  top  priority  for  nutrition  fund- 
ing. This  can  include  teams  of  highly  trained  investigators  developing  joint  propos- 
als for  research. 

BIONUTRITION  INITIATIVE  WITHIN  NIH 

A  "BioNutrition  Initiative"  was  launched  by  former  NIH  Director  Healy  last  sum- 
mer and  was  strongly  supported  by  the  nutrition  research  community.  BioNutrition 
is  the  integrated  iscipline  that  links  molecular  and  genetic  research  methods  to 
modern  nutrition  science.  The  methods  of  molecular  biology  and  molecular  genetics, 
along  with  biochemistry  and  the  physic£d  sciences,  will  be  used  to  identify  individ- 
uals with  specific  nutrient  needs  and  to  understand  the  exact  relationship  between 
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nutrients  and  living  systems  in  precise  chemical  and  physical  terms.  BioNutrition 
offers  tremendous  potential  for  optimizing  individual  health  and  well-being,  prevent- 
ing diet-related  ctu"onic  diseases,  and  treating  a  broad  range  of  diseases  and  dis- 
orders. 

We  recommend  that  a  separate  appropriation  be  established  to  start  the  specific 
aims  of  the  BioNutrition  Initiative.  AIN  requests  specific  direct  funding  of  at  least 
$10  million  annually  to  support  this  initiative. 

SEPARATE  NIH  DIVISION  OR  CENTER 

Nutrition  needs  a  focused  center  at  NIH,  a  division,  with  a  clear  mandate  to  bring 
the  newest  techniques  of  science  to  bear  on  critical  issues  of  health  and  disease  pre- 
vention through  nutrition.  It  should  also  serve  to  coordinate  nutrition  research  ef- 
forts across  all  Institutes  as  nutrition  research  is  as  important  to  children  as  to  the 
aging,  and  to  the  various  disease  processes  recognized  organizationally  across  the 
Institutes. 

This  past  fall,  it  was  learned  that  a  major  reorganization  of  nutrition  within  the 
NIH  was  approved  that  resulted  in  the  transfer  of  the  Nutrition  Coordinating  Com- 
mittee, which  had  previously  been  located  in  the  Director's  Office,  to  the  NIDDK. 
This  action  also  designated  NIDDK  as  the  "lead"  Institute  for  trans-NIH  efforts  to 
establish  new  nutrition  research  and  training  efforts. 

AIN  is  pleased  with  this  institutional  support,  but  is  concerned  that  this  localiza- 
tion of  nutrition  activities  within  one  Institute  may  seriously  decrease  the  commit- 
ment of  the  other  institutes  to  the  critical  support  of  nutrition  research. 

AIN  asks  that  this  Committee  again  review  NIH's  overall  commitment  to  nutri- 
tion research  and  coordination  among  its  Institutes.  The  nutrition  research  commu- 
nity firmly  believes  that  stronger  nutrition  research  coordination  at  NIH,  including 
the  establishment  of  a  central  office  of  nutrition  research,  is  essential.  An  effective 
division  or  center  is  needed,  with  a  strong  advisory  committee,  and  the  authority 
to  fund  and  target  grants  toward  nutrition  research.  This  represents  an  effort  to  im- 
plement an  increased  role  of  nutrition  which  was  proposed  in  the  NIH  Strategic 
Plan  and  which  addresses  the  critical  public  need  for  the  BioNutrition  Initiative. 
Nutrition  as  a  discipline  cuts  across  several  biomedical  fields.  Thus,  coordinated  nu- 
trition at  NIH  must  be  one  of  the  highest  priorities. 

TRAINING  OF  FUTURE  INVESTIGATORS 

Students  with  strong  academic  training  in  areas  such  as  molecular  biology,  genet- 
ics, or  immunology  which  are  not  traditionally  thought  of  as  representing  "nutrition" 
must  be  given  the  opportunity  at  the  predoctoral  and  postdoctoral  levels  to  apply 
this  training  to  nutrition  problems. 

AIN  supports  the  FASEB  Consensus  Conference  recommendation  to:  (1)  continue 
NIH  training  programs  at  the  appropriated  level  of  15,022  trainees;  (2)  increase  the 
predoctoral  NIH  stipend  from  $8,000  to  $12,000  for  the  first  year  of  appointment 
and  increase  this  figure  by  five  percent  per  year  in  subsequent  years  of  training; 
(3)  increase  the  postdoctoral  stipend  from  $18,000  to  $25,000  for  the  first  year,  with 
five  percent  annual  increases  in  subsequent  years;  (4)  eliminate  the  payback  provi- 
sion for  National  Research  Service  Awards;  (5)  increase  the  niunber  of  Medical  Sci- 
entist Training  Program  (MSTP)  trainees  by  50  for  each  of  the  next  five  years  to 
reach  a  total  of  1,000;  and  (6)  provide  a  total  NIH  research  training  investment  of 
$440  million. 

CLINICAL  NUTRITION  RESEARCH  UNITS  (CNRU'S) 

CNRU's  provide  an  important  mechanism  to  strengthen  the  NIH's  commitment  to 
nutrition  research.  These  units  have  facilitated  the  study  of  a  wide  range  of  nutri- 
tional topics.  Our  clinical  practitioners  in  the  nutrition  field  have  made  use  of  the 
resources  provided  and  their  continued  funding  is  encouraged. 

SUMMARY  OF  RECOMMENDATIONS 

AIN  endorses  the  recommendations  of  the  Federation  of  American  Societies  for 
Experimental  Biology  (FASEB)  for  the  fiscal  year  1995  budget  of  $11,934  billion  to 
support  24,932  total  research  grants.  We  also  support  the  FASEB  recommendations 
on  funding  for  NIH  training  as  outlined  above,  and  the  FASEB  recommended  fund- 
ing level  of  $100  million  for  the  NIH  Director's  discretionary  fund. 

Other  specific  recommendations  include:  continued  support  of  individual  inves- 
tigator-initiated research;  establishment  of  a  major  BioNutrition  initiative  at  NIH; 
establishment  of  a  separate  nutrition  division  or  center  within  NIH;  increased  fiind- 
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ing  for  the  training  of  future  investigators;  and  continued  funding  of  the  CUnical 
Nutrition  Research  Units  (CNRU's). 

STATEMENTS  OF  VICKI  AND  FRED  MODELL,  THE  JEFFREY  MODELL 
FOUNDATION 

Senator  KOHL.  We  have  with  us  today  Vicki  and  Fred  Modell.  We 
are  delighted  to  have  you  here. 

Ms.  Modell.  Thank  you,  and  good  morning,  Mr.  Chairman. 

I  am  Vicki  Modell,  co-founder,  with  my  husband,  Fred,  of  the  Jef- 
frey Modell  Foundation.  We  thank  you  for  the  opportunity  to  ap- 
pear before  you.  And  with  your  permission,  if  we  could,  we  would 
like  to  share  our  3  minutes. 

Thank  you. 

I  am  here  to  speak  to  you  today  about  the  other  immune  defi- 
ciency— an  immune  deficiency  that  is  not  acquired — it  is  not  viral, 
an  immune  deficiency  that  affects  over  500,000  diagnosed  Ameri- 
cans, that  affects  mostly  children,  that  has  70  forms,  and  that 
robbed  our  son,  Jeffrey,  of  his  life  at  15  years  old.  I  am  talking 
about  a  genetic  deficiency  known  as  primary  immune  deficiency. 

Taken  together,  these  70  diseases  are  not  rare.  You  may  be  sur- 
prised to  know  that  primary  immune  deficiency  affects  more  chil- 
dren than  childhood  leukemia  and  lymphoma  combined.  They  do 
have  strange  and  unfamiliar  names,  such  as  selective  IgA  defi- 
ciency, DiGeorge  syndrome,  and  chronic  granulomatous  disease. 
They  range  in  severity  from  chronic  sinusitis  and  bronchitis  to 
SCIDS,  which  many  of  you  may  remember  as  boy  in  the  bubble  dis- 
ease. 

But  what  they  all  have  in  common  is  that  they  are  caused  by  a 
flaw  in  the  body's  immune  system,  leaving  the  victim  open  to  op- 
portunistic infections,  bacteria,  parasites,  toxins,  and  malignancies. 
Thankfully,  the  public  focus  on  acquired  immune  deficiency  has 
made  people  more  aware  of  the  importance  of  a  fully  functioning 
immune  system.  But  is  it  not  a  cruel  irony  that  inherited  immune 
deficiencies,  while  so  prevalent,  are  still  often  misunderstood  and 
misdiagnosed.  In  fact,  the  medical  community  believes  that  mil- 
lions more  remain  undiagnosed. 

Children  languish  with  serious,  chronic  recurring  illnesses,  while 
their  families  suffer  the  emotional,  psychological,  and  financial 
hardships,  draining  their  strength,  productivity,  and,  importantly, 
the  health  care  system.  Tragically,  we  know  firsthand  that  this  is 
the  other  immune  deficiency. 

Mr.  Modell.  In  1987,  we  established  the  Jeff'rey  Modell  Founda- 
tion. This  is  a  grassroots  effort  to  promote  research,  educate  physi- 
cians and  patients,  provide  family  support,  and  increase  national 
public  awareness.  Currently,  we  provide  a  24-hour  toll  free  na- 
tional hot  line  for  referral  and  for  information.  We  have  developed 
a  local  support  group  system.  We  have  sponsored  a  dozen  physician 
symposia.  We  have  launched,  together  with  the  American  Red 
Cross,  a  10  warning  signs  poster  campaign.  We  endow  a  research 
laboratory.  And  now,  with  bipartisan  support  of  the  Senate,  we  es- 
tablished a  national  Primary  Immune  Deficiency  Awareness  Week, 
which  will  be  held  this  April. 

Senator  Kohl  and  members  of  this  committee,  currently,  only  $1 
to  $2  million  is  directed  specifically  to  primary  immune  deficiency 
research  within  the  NIH.  And  with  more  than  500,000  Americans 
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affected  that  we  know  of,  mostly  children,  we  are  certain  you  will 
agree  that  this  is  woefully  inadequate.  We  respectfully  request  that 
the  appropriate  allocation  of  current,  existing  resources  to  educate 
primary  care  physicians  to  ensure  earliest  possible  diagnosis  and 
to  advance  and  speed  up  scientific  research  that  is  vitally  needed 
to  develop  and  refine  meaningful  treatments  and,  ultimately,  cures. 

PREPARED  STATEMENT 

Mr.  Chairman  and  members  of  the  committee,  please  help  us 
turn  our  personal  tragedy  at  the  loss  of  our  son  into  a  bright  ray 
of  hope  for  the  one-half  million  American  children  who  suffer  each 
day  with  the  other  immune  deficiency. 

Thank  you  for  the  privilege  of  sharing  our  thoughts  with  you. 

[The  statement  follows:] 

Joint  Statement  of  Vicki  and  Fred  Modell 

Mr.  Chairman,  Members  of  the  Subcommittee,  ladies  and  gentlemen,  thank  you 
for  the  opportunity  to  appear  before  you  today.  My  name  is  Vicki  Modell,  and  to- 
gether witii  my  husband  Fred,  we  appear  here  before  you  today  on  behalf  of  the 
Jeffrey  Modell  Foundation,  which  we  will  tell  you  a  little  bit  more  about  in  a  mo- 
ment. 

Our  first  chUd,  Jeffrey,  was  bom  in  1970.  He  came  into  our  lives  very  wanted  and 
cherished.  Although  he  lived  for  only  15  years,  his  short  life  changed  ours,  and 
many  others,  forever. 

Before  his  first  birthday,  after  having  suffered  a  baffling,  hepatitis-like  condition, 
Jeffrey  was  hospitalized  and  diagnosed  with  a  disease  wholly  unknown  to  us  at  the 
time:  Primary  Immune  Deficiency. 

Primary,  or  Inherited  Immune  Deficiency,  is  a  collective  term  for  more  than  70 
diseases.  They  can  have  strange  and  unfamiliar  names,  such  as  "selective  IgA  defi- 
ciency", "X-linked  aggamaglobulinemia,"  or  "Chronic  Granulomatous  Disease";  and 
they  can  be  mild,  debilitating,  or  even  fatal.  They  range  in  severity  from  Chronic 
Sinusitis  to  "SCIDS,"  which  many  of  you  may  know  as  the  "Boy  in  the  Bubble  Dis- 
ease." But  what  they  all  have  in  common  is  that  they  are  caused  by  inherited  de- 
fects in  the  body's  immune  system.  They  partly  or  completely  disable  the  body^s  nat- 
ural defenses,  leaving  the  patient  open  to  bacteria,  parasites,  toxins,  and  malignant 
cells  of  many  types. 

It  is  important  to  note  that  taken  together,  the  Primary  Immune  Deficiency  dis- 
eases are  not  a  rare  condition.  In  fact,  more  than  500,000  people  in  this  country, 
most  of  them  children,  are  afflicted  with  some  form  of  Primary  Immune  Deficiency. 
You  may  be  surprised  to  know  it  affects  more  youngsters  than  childhood  leukemia 
and  lymphoma  combined — but  most  doctors  will  tell  you  that  the  medical  commu- 
nity knows  far  too  little  about  this  condition.  Children  who  are  constantly  showing 
up  at  the  doctor's  office  with  chronic,  recurring  infections  that  cannot  be  managed 
with  an  ordinary  course  of  antibiotics  may  have  an  underlying  genetic  immune  defi- 
ciency. Physicians  often  fail  to  diagnose  causes  of  the  recurring  illnesses,  and  in- 
stead try  to  treat  the  overt  symptoms.  Yet  simple  blood  screenings  can  often  lead 
to  precise  diagnoses,  timely  intervention,  and  meaningful  treatment,  thus  reducing 
a  patient's  risk  of  continuing  infections  and  permanent  damage. 

Some  of  you  may  be  wondering  if  this  has  something  to  do  with  AIDS.  While  it 
is  true  that  both  conditions  affiect  the  immune  system,  that  is  where  the  similarity 
ends.  Acquired  Immune  Deficiency  is  viral  in  nature,  and  results  from  acquiring  the 
HIV  virus.  Inherited  Immune  Deficiency  is  genetic — ^you  don't  catch  it  and  you  can't 
change  it.  Whereas  the  public  focus  on  Acquired  Immune  Deficiency  has  made  many 
people  rightfully  aware  of  the  great  importance  of  a  fully  functioning  immune  sys- 
tem, it  is  indeed  a  cruel  irony  that  inherited  immune  deficiency,  while  so  prevalent, 
is  often  undiagnosed,  misdiagnosed  and  undertreated.  Even  if  humanity's  brightest 
dreams  came  true,  and  AIDS  were  conquered  tomorrow,  the  children  with  Primary 
Immune  Deficiency  would  still  suffer  from  this  insidious  and  chronic  disease,  all 
alone,  and  as  desperate  as  ever.  Their  families  suffer  with  them  the  formidable  emo- 
tional, psychological  and  financial  hardships  inevitably  resulting  from  the  disease. 
Tragically,  we  know  that  Inherited  Immune  Deficiency  is  indeed,  the  "other"  im- 
mune deficiency. 
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Our  son,  Jeffrey's,  wish  was  that  we  "do  something"  about  it.  We  pledged  to  fulfill 
Jeffrey's  wishes,  and  seven  years  ago,  to  that  end,  established  the  Jeffrey  Modell 
Foundation. 

The  Jeffrey  Modell  Foundation's  mission  is  to  promote  research,  educate  physi- 
cians and  patients,  provide  family  support,  and  increase  national  awareness.  Mis- 
understanding this  disorder  leads  to  confusion  and  anxiety,  leaving  families  feeling 
isolated  and  helpless.  We  quickly  found  out  that  there  was  an  enormous  need  in 
this  country  for  an  organization  such  as  ours,  and  in  a  short  time,  there  was  a  lit- 
eral groundswell  of  grassroots  support  and  an  express  call  for  more  information  and 
direction. 

We  established  and  continue  to  operate  a  24  hour  a  day,  seven  day  a  week,  800 
number  hotline,  where  parents  from  across  the  country  can  call  and  receive  informa- 
tion about  Primary  Immune  Deficiency.  Through  the  Hotline  and  other  public  edu- 
cation efforts,  we  disseminate  educational  and  informative  materials.  Physicians 
and  other  health  professionals  can  receive  detailed  scientific  information  about  the 
disease,  and  the  Hotline  can  refer  patients  to  a  leading  immunologist  at  one  of  the 
32  major  medical  centers  across  tJie  country  that  are  now  linked  to  the  Jeffrey 
Modell  Foundation.  Thousands  of  families  have  reached  out  to  the  Hotline — -parents 
just  like  us,  trjdng  to  figure  out  why  their  loved  ones  are  continuing  to  get  sick,  and 
don't  seem  to  be  getting  better. 

We  have  encouraged  and  assisted  in  the  development  of  local  support  groups 
which  bring  families  together  to  share  common  concerns  and  experiences,  so  they 
may  help  themselves.  We  have  pioneered  a  number  of  activities  such  as  K.I.D.'s 
Days.  K.I.D.'s  in  this  case  stands  for  "Kids  with  Immune  Deficiencies."  These  events 
are  designed  so  that  immune  deficient  children  can  get  to  know  one  another  and 
have  fiin  in  a  relaxed  and  friendly  setting.  K.I.D.'s  Days  are  picnics,  recreational 
activities,  carnivals,  professional  sports  outings,  and  much  more.  These  spirited 
events  have  been  held  all  across  the  country,  from  San  Francisco  to  New  York,  from 
Dallas  to  Minneapolis. 

The  Foundation  has  also  sponsored  more  than  a  dozen  physician  symposia  in  as 
many  cities,  bringing  together  the  nation's  leading  immunologists  to  speak  about 
Primary  Immune  Deficiency  with  local  primary  care  physicians.  We  have  worked 
with  distinguished  organizations  such  as  the  American  Red  Cross  in  developing 
tools  such  as  a  poster  listing  the  "Ten  Warning  Signs  of  Primary  Immune  Defi- 
ciency," distributed  to  pediatricians,  day  care  centers,  and  school  nurses.  Finally,  we 
are  proud  to  have  established  the  only  laboratory  in  the  country  dedicated  solely  to 
Primary  Immune  Deficiency  research  at  the  Mount  Sinai  Medical  Center  in  New 
York  City. 

All  of  the  Jeffrey  Modell  Foundation's  accomplishments  have  been  achieved  solely 
with  the  hands-on  "grass  roots"  support  of  the  private  sector.  Only  now  have  we 
begun  an  effort  to  bring  the  story  of  this  pervasive  disease  to  our  nation's  law- 
makers. Recently,  under  the  leadership  of  Senator  Lieberman  of  Connecticut,  the 
U.S.  Senate  declared  a  "National  Primary  Immune  Deficiency  Awareness  Week." 
This  Resolution,  we  are  happy  to  report,  achieved  bi-partisan  support.  Yet  although 
the  Resolution  is  an  important  step  in  our  effort  to  find  new  diagnoses,  treatments 
and  potential  cures  for  this  disease,  it  is  indeed  only  that— iust  a  step. 

As  you  know,  Mr.  Chairman,  the  key  to  all  of  this  is  to  have  the  research  dollars 
and  resources  supporting  this  effort.  We  feel  it  is  important  to  point  out  that  cur- 
rently, between  one  and  two  nullion  dollars  is  directed  specifically  toward  Primary 
Immune  Deficiency  research  within  the  NIH.  With  over  500,000  Americans  af- 
fected— mostly  our  children — we  are  certain  you  will  agree  that  this  is  woefully  in- 
adequate. 

Mr.  Chairman,  we  respectfully  request  the  appropriate  allocation  of  available  re- 
sources to  educate  primary  care  physicians,  so  children  with  chronic  recurring  infec- 
tions can  be  properlv  diagnosed  and  treated.  We  further  ask  for  an  appropriate  allo- 
cation of  resources  for  the  important  scientific  research  so  vitally  needed  to  advance 
therapies.  Treatments  such  as  gamma-globulin,  interleukins  and  gamma  interferon 
have  greatly  improved  the  lives  of  immunodeficient  patients,  but  therapies  must  be 
refined  and  advanced.  Most  importantly,  we  request  that  you  apportion  research 
funds  to  continue  the  search  for  cures;  specifically,  in  bone  marrow  transplantation 
and  initiatives  in  gene  therapy.  In  fact,  this  Hearing  comes  at  a  particularly  fortu- 
itous moment,  as  there  is  significant  progress  in  the  NIH  Genome  Project,  where 
scientists  are  now  mapping  genes  for  three  different  immune  deficiencies. 

With  that  in  mind,  Mr.  Chairman,  we  respectfully  request  that  your  committee 
increase  overall  funding  for  the  National  Institutes  of  Health.  We  support  the  Ad 
Hoc  Group  for  Medical  Research  recommendation  that  NIH  funding  be  increased  by 
at  least  9  percent.  We  also  ask  your  committee  to  request  that  the  NIH  provide  a 
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report  detailing  the  amounts  of  all  research  dollars  going  into  Primary  Immune  De- 
ficiency efforts  and  outlining  future  plans  for  research  in  this  area. 

Mr.  Chairman,  your  leadership  in  the  whole  enterprise  of  biomedical  research  is 
commendable.  We  know  you  understand  that  through  increased  research,  we  can  ac- 
tually save  tens,  and  perhaps  hundreds  of  millions  of  dollars  in  our  health  care  sys- 
tem, while  improving  people's  lives  significantly.  We  fully  support  your  own  effort, 
along  with  Senator  Hatfield,  to  create  a  health  research  trust  fund  and  look  forward 
to  working  with  you  in  the  future  *  *  *  so  that  you  can  help  us  turn  our  personal 
tragedy  at  the  loss  of  our  son  into  a  bright  ray  of  hope  for  thousands  of  other  im- 
mune deficient  Americans. 

Senator  KoHL.  We  thank  you,  Mr.  and  Mrs.  Modell,  Dr.  Russell, 
Carole  Rogin,  Daniel  Paul  Perez,  Dr.  Cousins,  you  have  all  spoken 
very  well  and  convincingly.  And  we  will  take  under  serious  consid- 
eration the  things  that  you  have  said,  the  requests  that  you  have 
made.  Thank  you  very  much. 

STATEMENT  OF  DORIS  ZACHARY,  NATIONAL  ASSOCIATION  OF  ANO- 
REXIA NERVOSA  AND  ASSOCIATED  DISORDERS 

Senator  KoHL.  Members  of  our  next  panel  are  Doris  Zachary,  Ju- 
dith Baigis-Smith,  Raymond  J.  Fonseca,  Alan  R.  Nelson,  and  John 
Midtling. 

We  welcome  you  here  today.  We  will  start  with  Doris  Zachary. 

Ms.  Zachary.  Thank  you. 

We  are  deeply  grateful  to  the  members  of  this  subcommittee  for 
inviting  the  National  Association  of  Anorexia  Nervosa  and  Associ- 
ated Disorders,  ANAD,  to  address  the  very  serious  issues  of  eating 
disorders  in  our  country. 

ANAD  is  America's  oldest  nonprofit  organization  dedicated  to 
preventing  anorexia  nervosa  and  related  illnesses,  and  to  providing 
free  support  services  for  victims  and  their  families.  An  illness  that 
strikes  hundreds  of  thousands  of  American  children  by  age  10,  that 
kills  6  percent  of  serious  cases,  that  is  costly  to  treat  and  is  at  epi- 
demic levels  deserves  the  humanitarian  consideration  of  everyone 
concerned  with  the  health  of  our  country. 

This  emerging  profile  of  eating  disorders  demonstrates  a  present 
danger  to  victims,  families,  and  to  our  Nation. 

Anorexia  nervosa,  bulimia,  and  related  eating  disorders  cause 
immeasurable  human  suffering.  The  7  million  women  and  1  million 
male  victims  come  from  every  segment  of  society — adults  and  chil- 
dren, rich  and  poor,  all  nationalities  and  all  minorities. 

According  to  ANAD  studies,  86  percent  of  victims  report  the 
onset  of  their  illness  by  age  20;  10  percent  report  the  onset  at  10 
years  or  younger;  33  percent  report  the  onset  between  11  and  15 
years  old;  and  43  percent  become  ill  between  ages  16  to  20.  For  30 
percent,  the  duration  of  the  illness  is  from  1  to  5  years;  and  for  an- 
other 47  percent,  the  duration  is  from  6  to  15  years. 

Total  cure  is  possible.  But  only  50  percent  report  reaching  this 
goal,  which  explains  the  vast  population  of  victims  who  are  now  in 
their  twenties,  thirties,  or  older.  Early  detection  and  treatment,  es- 
pecially within  the  first  year,  is  a  strong  factor  in  a  person's  recov- 
ery. The  cost  of  treatment  for  anorexia  nervosa  and/or  bulimia  is 
often  expensive.  Large  numbers  of  victims  need  extensive  medical 
and  psychological  monitoring. 

No  State  in  the  Nation  provides  its  citizens  with  adequate  pro- 
grams to  combat  anorexia  nervosa,  bulimia,  or  binge  eating  dis- 
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order.  Very  few  schools  or  colleges  have  extensive  programs  to  edu- 
cate our  youth  about  the  dangers  of  eating  disorders. 

By  contrast,  every  State  and  thousands  of  schools  have  extensive 
and  effective  programs  seeking  to  prevent  alcoholism  and  drug 
abuse.  The  immense  suffering  surrounding  eating  disorders,  the 
high  cost  of  treatment,  and  the  longevity  of  these  illnesses  provide 
compelling  reasons  that  vastly  expanded  preventative  education 
programs  be  implemented. 

Education  programs  should  focus  on  young  people  in  order  to 
maximize  efforts  to  prevent  these  terrible  illnesses.  Prevention  pro- 
grams for  primary,  junior,  and  high  schools  should  include  edu- 
cation of  students,  faculty,  and  parents  to  present  food  and  eating 
in  a  positive  way,  and  to  return  children  their  own  innate  ability 
to  identify  the  foods  they  need  to  be  healthy. 

Parents  need  support  and  education,  too.  Children  learn  from 
parents,  who  may  not  be  able  to  dispense  appropriate  information 
about  the  needs  of  children,  whose  growth  and  health  issues  are 
entirely  different  from  those  of  adults. 

Eating  disorders  remain  the  major  illnesses  in  America  which  re- 
ceive inadequate  understanding  and  support.  Only  $1  million  has 
been  allocated  for  a  public  education  program.  Research  grants  are 
woefully  lacking  in  comparison  with  other  disorders. 

PREPARED  STATEMENT 

We  ask  that:  One,  $8  million  be  allocated  for  the  use  of  preven- 
tion of  eating  disorders  and  early  detection  through  education  pro- 
grams in  grade  schools  through  college  for  students  and  faculty  and 
in  communities  for  parents  and  the  general  public  for  the  fiscal 
year  1995  and  for  each  of  the  5  succeeding  fiscal  years. 

Two,  funding  for  research  in  the  eating  disorders  field  should  be 
continued  at  the  present  level  or  increased. 

Three,  health  care  legislation  should  assure  adequate  treatment 
for  victims. 

Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Doris  Zachary 

We  are  deeply  grateful  to  Senator  Harkin  and  the  members  of  this  Subcommittee 
for  inviting  the  National  Association  of  Anorexia  Nervosa  and  Associated  Dis- 
orders— ANAD  to  address  the  very  serious  issues  of  eating  disorders  in  our  country. 

ANAD  is  America's  oldest  nonprofit  organization  dedicated  to  preventing  anorexia 
nervosa  and  related  illnesses  and  to  providing  free  support  services  for  victims  and 
their  families.  Founded  on  March  4,  1976  by  our  president,  Vivian  Hanson  Meehan, 
we  will  celebrate  our  18th  birthday  tomorrow. 

An  illness  that  strikes  hundreds  of  thousands  of  American  children  by  age  10, 
that  kills  six  percent  of  serious  cases,  that  is  costly  to  treat  and  is  at  epidemic  levels 
deserves  the  humanitarian  consideration  of  everyone  concerned  with  the  health  of 
our  country.  This  emerging  profile  of  eating  disorders  demonstrates  a  present  dan- 
ger to  victims,  families  and  to  our  nation. 

Anorexia  nervosa,  bulimia  and  related  eating  disorders  cause  immeasurable 
human  suffering.  The  seven  million  women  and  one  million  male  victims  come  from 
every  segment  of  society — adults  and  children,  rich  and  poor,  all  nationalities  and 
all  minorities. 

According  to  ANAD  studies,  86  percent  of  victims  report  the  onset  of  their  illness 
by  age  20:  10  percent  report  the  onset  at  10  years  or  younger,  33  percent  report 
the  onset  between  11  and  15  years  old  and  43  percent  become  ill  between  ages  16 
to  20. 


368 

For  30  percent,  the  duration  of  the  illness  is  from  one  to  five  years  and  for  an- 
other 47  percent  the  duration  is  from  six  to  15  years.  It  is  estimated  that  six  percent 
of  serious  cases  die.  Total  cure  is  possible,  but  only  50  percent  report  reaching  this 
goal,  which  explains  the  vast  population  of  victims  who  are  now  in  their  twenties, 
thirties  or  older.  Early  detection  and  treatment,  especially  within  the  first  year,  is 
a  strong  factor  in  a  person's  recovery.  The  cost  of  treatment  for  anorexia  nervosa 
and/or  bulimia  is  often  expensive.  Large  numbers  of  victims  need  extensive  medical 
and  psychological  monitoring. 

No  state  in  the  nation  provides  its  citizens  with  adequate  programs  to  combat 
anorexia  nervosa  bulimia  or  binge  eating  disorder.  Very  few  schools  or  colleges  have 
extensive  programs  to  educate  our  youth  about  the  dangers  of  eating  disorders.  By 
contrast,  every  state  and  thousands  of  schools  have  extensive  programs  seeking  to 
prevent  alcoholism  and  drug  abuse.  The  value  of  such  programs,  especially  edu- 
cation programs,  has  been  proven  and  accepted  into  school  curricula. 

The  immense  suffering  surrounding  eating  disorders,  the  high  cost  of  treatment 
and  the  longevity  of  these  illnesses  provide  compelling  reasons  that  vastly  expanded 
education  programs  be  implemented  to  prevent  anorexia  nervosa  and  related  dis- 
orders. Since  86  percent  of  victims  report  the  onset  of  their  illness  by  age  20,  edu- 
cation programs  should  focus  on  young  people  in  order  to  maximize  efforts  to  pre- 
vent these  terrible  illnesses. 

Prevention  programs  for  primary,  junior  and  high  schools  should  include  edu- 
cation of  students,  faculty  and  parents  to  present  food  and  eating  in  a  positive  way 
and  return  to  children  their  own  innate  ability  for  their  bodies  to  identify  the  foods 
they  need  to  be  healthy.  Parents  need  support  and  education,  too.  Children  learn 
from  parents  and  adults  in  the  grips  of  weight  loss  programs  may  not  be  able  to 
dispense  appropriate  information  about  the  needs  of  children  whose  growth  and 
health  issues  are  entirely  different  from  those  of  adults. 

Children  should  be  helped  to  understand  the  value  of  accepting  themselves  as 
worthy  as  they  are  and  not  be  constantly  hampered  by  the  continuous  onslaught  of 
negative  images  manned  by  diet  and  fashion  industries. 

In  sports  and  numerous  other  activities,  children  and  young  people  should  be  en- 
couraged to  participate  in  programs  that  are  fun  and  growth  oriented.  Systems 
should  be  established  to  allow  them  to  participate  without  fear  of  being  cut  out  be- 
cause they  are  "not  good  enough". 

Teachers  in  kindergarden  and  lower  grades  in  elementary  school  are  reporting 
that  younger  children  are  increasingly  looking  at  their  bodies  in  a  negative  way. 
This  is  CEirried  on  through  school  by  physical  education  teachers  and  coaches.  These 
beliefs  are  compounded  by  being  believed  and  supported  by  many  parents. 

Eating  disorders  remain  the  major  illnesses  in  America  which  receive  inadequate 
understanding  and  support.  Only  $1,000,000  has  been  allocated  for  a  public  edu- 
cation program.  Research  grants  are  woefully  lacking  in  comparison  with  other  dis- 
orders. 

INSURANCE  DISCRIMINATION  AND  DIFFICULTY  IN  SECURING  ADEQUATE  TREATMENT  FOR 

EATING  DISORDERS  VICTIMS 

Reports  of  insurance  discrimination  against  individuals  and  families  where  eating 
disorders  exist  are  now  commonplace. 

Eating  disorders  in  their  acute  state  are  as  much  of  a  medical  problem  as  a  psy- 
chiatric problem.  In  their  chronic  stage,  even  more  so,  with  a  mortality  rate  of  20 
percent.  Once  the  disorder  starts,  it  can  become  chronic  and  expensive.  Insurance 
companies  may  participate,  but  only  on  their  own  terms.  As  a  result  we  see  the  fol- 
lowing: eating  disorders  are  specifically  excluded  fi-om  policies.  Entire  families  are 
threatened  with  the  inability  to  get  insurance  if  a  member  has  an  eating  disorder. 
Unrealistic  and  inadequate  days  for  treatment.  Insurance  companies  creating  their 
own  criteria.  Ignoring  the  criteria  of  professional  guidelines.  No  access  to  insurance 
coverage  whatsoever  because  of  preexisting  state  or  financial  caps. 

See  page  three  for  specific  recommendations. 

Specific  recommendations. — $8,000,000  should  be  allocated  for  the  use  of  preven- 
tion of  eating  disorders  and  early  detection  through  education  programs  in  grade 
schools  through  college  for  students  and  faculty  and  in  communities  for  parents  and 
the  general  public  for  the  fiscal  year  1995  and  for  each  of  the  five  succeeding  fiscal 
years;  funding  for  research  in  the  eating  disorders  field  should  be  continued  at  the 
present  level  or  increased;  and  health  care  legislation  should  assure  adequate  treat- 
ment for  victims. 

Senator  KOHL.  Thank  you  very  much. 
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Did  you  say  what  the  cause  is?  Is  it  genetic  or  is  it  learned? 
What  is  the  cause  of  AN? 

Ms.  Zachary.  We  are  not  completely  sure  what  the  specific  cause 
is.  We  do  know  that  there  are  genetic  predispositions.  We  do  know 
that  there  are  emotional  predispositions.  We  know  that  there  are 
some  people  who  are  more  vulnerable,  perhaps,  to  the  suggestion 
of  the  media.  What  we  are  really  interested  in  is  getting  in  there 
and  preventing  the  eating  disorders  at  an  early  age,  before  onset. 

Senator  Kohl.  And  what  is  the  percentage  of  people  who  get  AN 
who  do  not  make  it? 

Ms.  Zachary.  It  is  a  very  high  percentage,  I  think.  I  am  not  spe- 
cifically sure  of  the  number.  But  we  do  not  only  consider  the  mor- 
tality rate  as  being  significant,  we  also  consider  the  morbidity  rate, 
and  we  consider  the  impact  that  it  has  on  their  lives — the  lives  of 
their  loved  ones  and,  as  we  go,  the  ripple  effect  on  the  community, 
on  business,  on  every  level  of  our  lives. 

Senator  KoHL.  Did  you  say  how  many  are,  quote,  cured? 

Ms.  Zachary.  Well,  probably  50  percent,  hopefully. 

Senator  KoHL.  Thank  you. 

Ms.  Zachary.  Thank  you. 

STATEMENT  OF  JUDITH  BAIGIS-SMITH,  PH.D.,  ON  BEHALF  OF  THE 
AMERICAN  ASSOCIATION  OF  COLLEGES  OF  NURSING 

Senator  KOHL.  Dr.  Judith  Baigis-Smith. 

Dr.  Baigis-Smith.  I  am  Judith  Baigis-Smith,  associate  dean  for 
research  at  the  School  of  Nursing  at  Georgetown  University,  testi- 
fying on  behalf  of  the  American  Association  of  Colleges  of  Nursing, 
AACN,  in  support  of  the  National  Institute  of  Nursing  Research, 
NINR.  We  appreciate  the  subcommittee's  past  support  for  NINR, 
and  recommend  a  fiscal  year  1995  appropriation  of  $74.8  million. 

The  Institute's  initiatives  are  designed  to  respond  to  the  health 
problems  of  the  American  people,  and  the  improvement  of  nursing 
practice  through  development  of  a  strong  scientific  base.  Two  such 
health  care  problems  are  HIV  infection  and  cancer. 

I  am  principal  investigator  of  a  clinical  trial  that  evaluates  HIV- 
infected  people,  and  the  effects  of  exercise  on  their  physical  endur- 
ance, quality  of  life,  and  immune  statute.  It  is  a  nurse-run,  home- 
based  intervention  that  can  be  readily  completed  by  people  in  a  va- 
riety of  living  situations,  with  limited  resources.  We  hope  to  show 
that  people  have  fewer  episodes  of  illness,  thus  reducing  health 
care  costs  for  this  very  vulnerable  group. 

In  a  second  project,  a  nurse  scientist  at  the  University  of  Wiscon- 
sin in  Madison  is  using  an  animal  model  to  study  caloric  intake  as 
a  way  to  prevent  madnutrition  and  depressed  immune  function  in 
people  with  cancer.  Her  goal  is  to  determine  if  rats  with  cancerous 
tumors  could  consume  more  calories  if  the  caloric  content  of  their 
food  was  increased.  She  is  finding  that  rats  adjust  their  food  intake 
to  maintain  a  specific  caloric  range.  These  findings  can  give  direc- 
tions for  nursing  intervention  in  improving  caloric  intake  in  cancer 
patients,  and,  thus,  decreasing  rates  of  malnutrition  and  increasing 
immune  function. 

To  take  full  advantage  of  the  growth  of  scientific  capabilities  and 
opportunities  for  nursing  research,  NINR  requires  $74.8  million  for 
fiscal  year  1995.  NINR  estimates  that  in  fiscal  year  1994,  it  will 
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be  able  to  successfully  fund  only  10.5  percent  of  meritorious  propos- 
als submitted,  down  from  13.9  percent  in  fiscal  year  1993,  and 
lower  than  the  other  Institutes'  funding  rate  of  25  percent. 

This  reduces  the  number  of  grants  funded  from  195  to  188.  The 
number  of  training  grants  will  drop  from  233  to  225  in  that  same 
time  period. 

PREPARED  STATEMENT 

To  halt  these  downward  trends  and  move  forward,  AACN  re- 
spectfully requests  $74.8  million  for  fiscal  year  1995  appropriations 
for  NINR. 

AACN  appreciates  the  support  of  the  chairman  and  the  sub- 
committee for  NINR  since  its  establishment  in  1986,  and  asks  for 
your  continued  interest  and  support. 

Thank  you. 

Senator  KoHL.  Thank  you.  Dr.  Baigis-Smith. 

[The  statement  follows:] 

Statement  of  Judith  Baigis-Smith 

I  am  Judith  Baigis-Smith,  PhD,  Associate  Dean  for  Research  and  Scholarship,  at 
Georgetown  SchooF  of  Nursing,  testifying  on  behalf  of  the  American  Association  of 
Colleges  of  Nursing  (AACN),  representing  over  450  senior  colleges  and  universities 
with  baccalaureate  and  graduate  nursing  education  programs.  The  primary  mission 
of  AACN  is  to  serve  the  public  through  the  promotion  and  improvement  of  higher 
education  for  professional  nursing.  One  method  of  doing  this  is  to  promote  the  nurs- 
ing science,  leading  to  research  for  improved  delivery  of  care.  Mr.  Chairman,  we  ap- 
preciate the  subcommittee's  past  support  for  NINR  and  recommend  a  fiscal  year 
1995  appropriation  of  $74.8  million  which  will  continue  to  expand  nursing  science. 

NINR  s  agenda  focuses  on  improving  the  quality  of  life  for  people  with  chronic  dis- 
ease, promoting  healthy  lifestyles  for  the  young  and  the  old,  and  examining  innova- 
tive practice  models  which  drive  health  care  costs  down  and  make  the  health  care 
system  more  efiicient.  A  major  tenet  of  health  care  reform  is  disease  prevention  and 
health  care  promotion;  NINR  maintains  at  least  45  percent  of  its  research  portfolio 
in  these  areas.  AACN  supports  NINR's  focus  on  basic  and  applied  research  and  re- 
search training  in  the  science  of  nursing  care.  We  believe  that  NINR  is  vital  to 
nursing's  overall  objective  to  encourage  good  health  practices  and  to  provide  cost  ef- 
fective quality  care  to  patients. 

NINR  has  funded  research  generating  breakthrough  findings  and  suggesting  fu- 
ture opportunities  in  the  priority  health  care  areas  of  low  birthweight,  HIV  infec- 
tion, frailty  in  older  adults,  and  sjonptom  management.  New  priorities  which  will 
be  implemented  in  1995-1999  include  the  development  and  testing  of  community- 
based  health  care  models  designed  to  promote  access  to,  and  use  of,  services  by 
rural  and  other  special  populations;  assessment  of  the  effectiveness  of  nursing  inter- 
ventions to  modify  the  health  behavior  of  women  of  different  cultural  backgrounds 
who  are  at  high  risk  for  HIV/AIDS;  testing  of  interventions  to  strengthen  patients' 
personal  resources  for  dealing  with  chronic  illness;  and  health  promotion  and  behav- 
ioral changes  in  younger  children. 

COST  SAVINGS 

Low  Birthweight  Infants. — ^This  country  is  spending  $2  billion  to  care  for  low 
birthweight  infants,  but  if  those  children  were  of  normal  birthweight  we  might  be 
spending  just  one  tenth  of  that!  Children  born  weighing  less  than  5.5  pounds  incur 
medical  costs  averaging  $21,000  a  year,  in  contrast  to  the  costs  for  a  normal  weight 
child  averaging  $2,842.  Low  birthweight  infants  represent  7  percent  of  all  U.S. 
births,  but  nationwide  expenditures  for  their  care  eat  up  57  percent  of  the  costs  in- 
curred for  all  newborns. 

Women's  Health. — Dr.  Dorothy  Brooten  of  the  University  of  Pennsylvania  School 
of  Nursing  is  examining  the  effects  of  transitional  home  follow-up  care  on  three 
groups  of  women  who  were  discharged  from  the  hospital  early — mothers  who  deliv- 
ered babies  by  unplanned  cesarean  birth,  mothers  with  diabetes  and  their  infants, 
and  women  with  abdominal  hysterectomies.  The  study  found  that  when  compared 
with  the  control  groups,  the  cesarean  group  reported  greater  satisfaction  with  its 
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care.  This  group  had  a  cost  savings  of  20  percent.  The  diabetes  group  delivered 
three  times  fewer  low  birthweight  infants  and  had  fewer  re-hospitalizations,  at  a 
cost  savings  of  38  percent.  The  group  with  hysterectomies,  the  nation's  second  most 
frequently  performed  surgery,  also  expressed  greater  satisfaction  with  its  care  at  a 
cost  savings  of  6  percent. 

HIV/AIDS. — As  the  AIDS  epidemic  worsens,  NINR  seeks  to  ensure  a  better  qual- 
ity of  life  by  emphasizing  clinical  research  on  keeping  people  with  AIDS  healtnier 
and  out  of  the  hospital,  helping  patients  prevent  debilitating  complications  from  this 
virus,  and  finding  ways  to  better  deliver  care  to  these  people  who  must  be  hospital- 
ized. NINR  supports  several  studies  that  address  these  concerns  of  AIDS  patients. 

As  a  principal  investigator,  I  am  working  on  a  clinical  trial  that  evaluates  AIDS 
patients  and  the  effects  of  exercise  on  physical  endurance,  quality  of  life,  and  im- 
mune status.  It  is  a  nurse-run  home  based  intervention  that  can  be  readily  com- 
pleted by  HIV  seropositive  people  in  a  variety  of  living  situations  with  limited  re- 
sources. Preliminary  findings  indicate  that  minor  symptoms  related  to  AID's  are  re- 
duced and  that  patients  require  fewer  hospitalizations  than  the  control  group,  thus 
reducing  health  care  costs  for  this  vulnerable  group. 

HEALTH  MAINTENANCE  FOR  OLDER  AMERICANS 

By  the  year  2030  people  65  years  and  older  will  constitute  22  percent  of  this  coun- 
try's population,  with  the  greatest  growth  in  numbers  of  those  over  85  years  of  age. 
One  problem  often  facing  older  people  is  confusion.  It  exists  in  over  half  of  hospital- 
ized older  patients  and  contributes  to  the  likelihood  of  accidents  and  drug  toxicity. 
A  nurse  scientist  at  the  University  of  North  Carolina,  Chapel  Hill,  has  developed 
a  scale  to  evaluate  mental  status  that  is  more  accurate  than  other  evaluation  meth- 
ods. The  procedure,  which  is  minimally  stressful,  can  be  scored  by  nurses  at  the  pa- 
tient's bedside.  Nurses  use  the  results  to  intervene  before  physical  or  chemical  re- 
straint of  the  patient  becomes  necessary.  The  results  of  this  study  can  help  nurses 
to  reduce  the  confusion  that  threatens  the  quality  of  life  of  many  hospitalized  older 
patients. 

The  research  team  from  the  University  of  Pennsylvania  has  also  applied  a  quality 
cost  mode  to  the  hospitalized  elderly  population.  Discharge  planning  involving 
teaching,  counsehng,  telephone  outreach,  and  daily  telephone  availability  of  nurse 
specialists  was  compared  to  the  hospital's  routine  discharge  plan.  Results  showed 
that  a  comprehensive  discharge  plan  implemented  by  nurse  specialists  decreased 
the  total  number  of  hospital  readmissions  by  20.5  percent. 

HEALTH  CONCERNS  IN  RURAL  POPULATIONS 

America's  shrinking  niral  population  faces  growing  vulnerability  to  illness,  dis- 
ability, and  poor  pregnancy  outcomes.  The  declining  availability  of  nearby  health 
care  and  long  distances  between  residents  and  health  care  services  in  most  rural 
settings,  puts  rural  residents  increasingly  at  risk  for  health  problems.  NINR  studies 
address  the  concerns  of  this  vulnerable  population. 

One  study  is  examining  rural  and  urban  children  to  compare  cardiovascular  risk 
factors,  including  high  blood  pressure,  high  cholesterol  and  poor  physical  fitness. 
Findings  indicate  that  black  rural  children  had  higher  blood  pressure  than  urban 
blacks  or  rural  or  urban  whites.  Although  both  blacK  and  white  rural  children  were 
overweight,  the  highest  weight  was  in  black  children.  The  study  is  testing  several 
interventions,  including  classroom  instruction  by  teachers  and  nurses  who  work  to- 
gether to  improve  the  health  care  of  our  nation's  children. 

NINR  has  also  funded  studies  in  rural  areas  that  address  home  health  care  for 
older  people  and  risk  taking  behaviors  of  adolescents.  These  studies  will  help  nurses 
and  other  health  care  proiessionals  intervene  to  promote  health  across  population 
groups  in  rural  settings. 

MISSED  OPPORTUNITIES 

Health  promotion  for  children  and  adolescents  continues  to  be  an  area  of  concern, 
because  nsky  behaviors  are  developed  at  an  accelerated  rate  during  these  develop- 
ment periods.  Although  expert  study  panels  recommend  research  on  health  promot- 
ing and  health  damaging  behaviors,  funds  were  only  available  for  four  projects. 

Another  area  of  concern,  pain  management,  continues  to  have  meritorious  projects 
go  unfunded.  Over  a  million  Americans  are  diagnosed  with  cancer  annually,  most 
of  whom  experience  moderate  to  severe  pain.  At  current  funding  levels,  the  NINR 
cannot  fund  an  intervention  study  that  will  examine  patient-related  barriers  to  pain 
management,  such  as  fear  of  side  effects  of  drugs  and  not  wanting  to  complain  about 
pain. 
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^  RATIONALE  FOR  FUNDING  REQUESTS 

To  take  fiill  advantage  of  the  growth  of  scientific  capabilities  and  opportunities 
for  nursing  research,  NINR  requires  $74.8  milhon  for  fiscal  year  1995.  High  priority 
areas  targeted  for  increased  funding  are  the  prevention  of  disease  and  disability, 
and  the  assessnment  and  management  of  symptoms  secondary  to  disease  and  treat- 
ment of  disease.  Specifically,  the  NINR  will  target  vulnerable  populations,  such  as 
minorities,  children  and  adolescents,  and  ill  older  adults. 

PRIMARY  CARE,  COST  EFFECTIVENESS,  AND  NURSING  RESEARCH 

Nursing  recognizes  the  need  to  control  health  care  costs  while  assuring  access  to 
health  care  services.  With  the  national  focus  on  changing  the  health  care  delivery 
system  and  increasing  emphasis  on  primary  care,  there  is  a  major  gap  in  research 
on  the  effectiveness  of  primary  care.  Primary  care,  a  community  based,  comprehen- 
sive health  care  that  is  provided  by  a  variety  of  disciplines,  is  frequently  provided 
by  nurses.  In  rural,  urban  and  inner  city  communities,  nurses  provide  screening  for 
health  problems;  conduct  physical  examinations  and  health  assessments;  administer 
vaccinations;  deliver  care  when  needed  in  homes,  clinics,  work  settings,  and  schools; 
teach  and  counsel  those  at  risk  for  health  problems  and  those  who  have  or  are  in 
danger  of  disability  from  chronic  illnesses,  and  encourage  work  promoting  behavior. 
Resources  are  needed  to  research  the  effectiveness  and  clinical  outcomes  of  screen- 
ing and  treatment  strategies  for  infectious  and  chronic  diseases,  such  as  drug  resist- 
ant tuberculosis,  and  to  examine  the  effectiveness  and  clinical  outcomes  in  commu- 
nity based  nurse  managed  clinics  for  prenatal  care  and  chronic  illness  prevention. 
AACN  respectfully  requests  $74.8  million  for  fiscal  year  1995  appropriations  for 
NINR.  A  fiscal  year  1995  appropriation  of  $74.8  million  for  NINR  could: 
— Increase  NINR's  success  rate  from  10.5  percent  to  25  percent,  more  closely  ap- 
proaching the  NIH  success  rate,  and  boost  the  number  of  research  project  and 
center  grants  to  266  from  188.  This  would  allow  continuation  of  efforts  in  the 
priority  areas  and  new  initiatives  in  the  areas  of  direct  care  outcomes  and  pri- 
mary care  effectiveness. 
— Boost  NINR's  training  positions  to  250  from  225.  Funds  would  not  only  allow 
expansion  of  successful  research  training  programs,  but  also  provide  more  re- 
search training  opportunities  for  minority  investigators,  a  major  NINR  objec- 
tive. 
— Allow  for  the  initiation  of  a  Nurse  Scientist  Award  program  for  postdoctoral  re- 
search support  for  clinically  expert  nurses  who  wish  to  become  independent  re- 
searchers. This  award  is  unique  because  it  provides  sufficient  financial  support 
to  train  a  nurse  who  is  too  far  advanced  in  his/her  career  to  engage  in  tradi- 
tional early  career  postdoctoral  training  at  the  lower  level  of  support  for  such 
awards. 
— Increase  the  number  of  research  centers  by  6,  from  7  to  13.  This  gives  23  AACN 
member  schools  an  increased  opportunity  to  participate  in  cutting  edge  research 
directed  at  improved  patient  care  outcomes. 
As  a  member  of  the  Ad  Hoc  Group  for  Medical  Research  Funding,  AACN  supports 
the  proposed  $11,950  billion  for  the  National  Institutes  of  Health  in  fiscal  year  1995. 
This  9  percent  increase  promotes  vital  activities  in  the  areas  of  basic  and  clinical 
research,  research  training,  and  research  infrastructure. 

AACN  appreciates  the  support  of  the  Chairman  and  the  subcommittee  for  NINR 
since  its  establishment  in  1986,  and  asks  for  your  continued  interest  and  support. 
Thank  you,  and  I  would  be  pleased  to  respond  to  questions. 

STATEMENT  OF  RAYMOND  J.  FONSECA,  D.M.D.,  ON  BEHALF  OF  THE 
AMERICAN  ASSOCIATION  FOR  DENTAL  RESEARCH 

Senator  KOHL.  Dr.  Fonseca. 

Dr.  FoNSECA.  Mr.  Chairman  and  members  of  the  committee,  my 
name  is  Raymond  Fonseca.  I  am  the  dean  of  the  School  of  Dental 
Medicine  at  the  University  of  Pennsylvania.  I  am  appearing  today 
on  behalf  of  the  American  Association  for  Dental  Research,  of 
which  I  have  been  a  member  for  the  last  14  years. 

The  members  of  our  association  greatly  appreciate  this  oppor- 
tunity to  present  testimony  in  support  of  the  fiscal  year  1995  budg- 
et for  the  National  Institute  of  Dental  Research. 
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The  health  of  the  mouth,  including  the  teeth,  gums,  jaws,  and 
surrounding  structures,  contributes  to  the  health  of  the  whole  body. 
Oral  diseases  can  cause  pain,  poor  nutrition,  weight  loss,  disfigure- 
ment, lost  work  days,  and,  in  cases  of  oral  cancer,  death.  In  1989, 
Americans  lost  more  than  164  million  work  hours  and  51  million 
school  hours  due  to  dental  diseases.  Significant  progress  has  been 
made  in  prevention  and  treatment,  but  oral  and  dental  diseases  re- 
main among  the  most  common  chronic  health  problems  among 
adults  in  the  United  States.. 

We  are  concerned  about  the  oral  health  of  ethnic  and  racial  mi- 
norities who  often  lack  access  or  funds  for  dental  care.  As  a  result, 
we  know  that,  in  general,  minority  groups  have  more  severe  and 
extensive  oral  health  problems  than  mainstream  Americans.  I  am 
pleased  to  report  that  the  National  Institute  of  Dental  Research  is 
supporting  planning  grants  for  six  regional  research  centers  on  mi- 
nority oral  health  aimed  at  improving  the  oral  health  status  of  mi- 
norities and  recruiting  more  minority  members  to  careers  in  re- 
search. 

The  cost  of  dental  care  to  the  Nation  was  $38.7  billion  in  1992. 
While  oral  diseases  remain  a  costly  public  health  problem,  research 
about  the  causes  of  these  diseases  and  how  to  prevent  them  has  re- 
sulted in  substantial  savings  in  health  care.  Current  estimates  put 
the  savings  between  1979  and  1989  at  $40  billion. 

Dental  care  delivery  costs  continue  to  fall  as  a  percentage  of  total 
expenditures  on  health  care,  and  are  increasing  at  a  lower  rate 
than  physician  and  hospital  services.  Dental  research  and  preven- 
tion are  a  model  for  cost  savings  in  health  care  delivery. 

Future  research  will  provide  further  opportunities  to  achieve  sig- 
nificant cost  savings  and  improve  oral  health  in  America. 

As  biomedical  research  approaches  the  molecular  level,  it  be- 
comes increasingly  difficult  to  differentiate  between  oral  health  re- 
search and  basic  biomedical  research  aimed  at  preventing  a  wide 
range  of  diseases  that  affect  our  overall  health  and  well  being.  Re- 
searchers continue  to  seek  better  understanding  and  improved  con- 
trol of  diseases  of  the  oral  cavity. 

NIDR  is  the  central  focus  of  the  Federal  Government  for  oral 
health  research  and  training.  Therefore,  continued  funding  for  the 
NIDR  is  essential  to  maintain  and  improve  the  general  health  of 
the  American  people. 

With  regard  to  the  fiscal  year  1995  NIDR  budget,  we  respectfully 
request  a  funding  level  for  the  National  Institute  of  Dental  Re- 
search of  $202  million.  We  are  fully  cognizant  of  the  current  aus- 
tere budget  environment,  the  Federal  deficit,  and  the  associated 
funding  limitations.  However,  considering  that  NIDR  is  the  most 
significant  source  of  funding  for  dental  research  in  America  today, 
it  rests  with  NIDR  to  provide  the  primary  resources  to  advance  the 
oral  health  for  all  Americans. 

In  addition,  Mr.  Chairman,  we  also  wish  to  point  out  that  we 
support  the  recommendation  of  the  ad  hoc  group  for  medical  re- 
search funding  of  $11,950  billion  for  all  of  the  activities  of  the  Na- 
tional Institutes  of  Health  for  fiscal  year  1995.  We  ask  for  your 
support. 
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PREPARED  STATEMENT 

In  conclusion,  Mr.  Chairman,  I  want  to  thank  you  again  for  this 
opportunity  to  provide  testimony  on  dental  research.  Research 
funded  by  NIDR  has  opened  new  pathways  to  better  diagnose  pre- 
vention and  treatment  of  oral  diseases.  We  believe  that  continued 
funding  support  for  NIDR  is  essential  to  the  health  of  America's 
children,  adult,  and  senior  citizens. 

Thank  you  very  much. 

Senator  Kohl.  Thank  you,  Dr.  Fonseca. 

[The  statement  follows:! 

Statement  of  Raymond  J.  Fonseca 

Mr.  Chairman  and  members  of  the  Committee,  my  name  is  Dr.  Raymond  J. 
Fonseca,  Dean  of  the  School  of  Dental  Medicine  at  the  University  of  Pennsylvania, 
Philadelphia,  Pennsylvania.  I  am  appearing  today  on  behalf  of  the  American  Asso- 
ciation for  Dental  Research,  of  which  I  have  been  a  member  for  14  years.  The  mem- 
bers of  our  Association  greatly  appreciate  this  opportunity  to  present  testimony  in 
support  of  the  fiscal  year  1995  budget  for  the  National  Institute  of  Dental  Research. 

The  health  of  the  mouth,  including  the  teeth,  gums,  jaws,  and  surrounding  struc- 
tures, contributes  to  the  health  of  the  whole  body.  Oral  diseases  can  cause  pain, 
poor  nutrition,  weight  loss,  disfigurement,  lost  work  days,  and,  in  the  case  of  oral 
cancer,  death.  In  1989,  Americans  lost  more  than  164  million  work  hours  and  51 
million  school  hours  due  to  dental  diseases. 

We  are  concerned  about  the  oral  health  of  ethnic  and  racial  minorities  who  often 
lack  access,  or  funds  for  dental  care.  As  a  result,  we  know  that,  in  general,  minority 
groups  have  more  severe  and  extensive  oral  health  problems  than  mainstream 
Americans.  I  am  pleased  to  report  that  the  National  Institute  of  Dental  Research 
is  supporting  planning  grants  for  six  (6)  Regional  Research  Centers  on  Minority 
Oral  Health  aimed  at  improving  the  oral  health  status  of  minorities  and  recruiting 
more  minority  members  to  careers  in  research. 

The  cost  of  dental  care  to  the  Nation  was  $38.7  billion  in  1992. i  While  oral  dis- 
eases remain  a  costly  public  health  problem,  research  about  the  causes  of  these  dis- 
eases and  how  to  prevent  them  has  resulted  in  substantial  savings  in  health  care. 
Current  estimates  put  the  savings  between  1979  and  1989  at  $40  billion.^  Dental 
care  delivery  costs  continue  to  fall  as  a  percentage  of  total  expenditures  on  health 
care  and  are  increasing  at  a  lower  rate  than  physician  and  hospital  services.  Dental 
research  and  prevention  are  a  model  for  cost  savings  in  health  care  delivery.  Future 
research  Health  will  provide  further  opportunities  to  achieve  significant  cost  savings 
and  improved  oral  health  in  America. 

Today,  I  would  like  to  bring  to  the  attention  of  your  committee  some  of  the  areas 
of  dental  research  where  we  have  been  successful  and  where  opportunities  for  great- 
er success  appear  evident. 

ORAL  SOFT-TISSUE  RESEARCH 

The  tissue  lining  the  mouth  (the  oral  mucosa),  together  with  associated  soft  tis- 
sues including  the  salivary  glands,  forms  an  important  barrier,  guarding  the  main 
entryway  into  the  body.  In  tne  past  decade,  research  has  led  to  improved  diagnosis 
and  treatment  of  oral  infections,  oral  cancer,  precancerous  lesions,  salivary  gland 
dysfunction  (dry  mouth),  and  AIDS.  In  1992,  30,000  Americans  were  diagnosed  with 
oral  cancer,  and  over  9,000  died  of  the  disease  in  the  U.S.^  It  is  more  common  than 
cancer  of  the  brain,  cervix,  ovaries,  testicles,  or  stomach. 

BIRTH  DEFECTS  RESEARCH 

Enhanced  surgical  treatments  have  resulted  in  dramatic  improvements  in  func- 
tion and  appearance  for  children  with  cleft  lip  and  palate,  as  well  as  those  with 


1  Health  Care  Financing  Administration  (HCFA),  Office  of  Actuary,  Dept.  of  HHS,  Baltimore, 
MD.  Also,  the  Bureau  of  Economic  Analysis,  Dept.  of  Commerce,  Washington,  DC. 

2  L.J.  Brown,  T.J.  Beazoglou,  D.  Heffley,  "Factors  Related  to  the  Slow  Growth  in  U.S.  Dental 
Expenditures",  Journal  of  Dental  Research,  Vol.  72  (Special  Issue),  page  520,  1992. 

3  Federation  Dentaire  Internationale  (FDD,  "Oro-Facial  Neoplasms:  Global  Epidemiology,  Risk 
Factors  and  Recommendations  for  Research",  N.W.  Johnson,  Editor,  Working  Group  No.  2,  Lon- 
don, England,  1990. 
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other  disfiguring  craniofacial  conditions.  The  identification  of  genetic  markers  has 
revolutionized  pre-natal  screening  and  counseling  for  these  conditions.  Research  on 
the  human  genome  holds  out  the  possibility  of  such  diseases  being  prevented. 

PAIN  RESEARCH 

An  understanding  of  the  nature  of  pain  requires  studies  of  the  whole  nervous  sys- 
tem. Dental  researchers  are  among  world  leaders  in  pain  research,  and  their  find- 
ings have  application  to  pain  in  the  entire  body.  Significant  progress  has  been  made 
in  treating  a  variety  of  acute  and  chronic  pain  conditions,  but  more  work  is  needed. 

MATERIALS  RESEARCH 

Dental  researchers  have  an  outstanding  record  in  biomaterials  research  and  have 
made  significant  contributions  to  the  overall  knowledge  base  in  this  field.  Over  the 
past  50  years,  a  true  revolution  in  dental  materials  has  resulted  in  a  broad  array 
of  new  and  economical  materials  constructed  from  plastics,  ceramics,  and  metal  al- 
loys suitable  for  use  in  replacing  diseased  or  damaged  oral  structures. 

PERIODONTAL  (GUM)  RESEARCH 

Bacteria  in  dental  plaque  can  lead  to  destruction  of  the  soft  tissues  and  the  loss 
of  the  bone  supporting  the  teeth.  Periodontal  disease  remains  one  of  the  most  wide- 
spread diseases  among  Americans  and  is  a  leading  cause  of  tooth  loss.  Over  the  past 
decade,  advances  have  been  made  in  the  understanding,  diagnosis,  and  treatment 
of  these  diseases.  More  research  is  needed  on  the  basic  biology  of  tissue  healing  and 
regeneration  to  improve  the  effectiveness  of  treatment. 

DENTAL  CARIES  (DECAY)  RESEARCH 

Tooth  decay  (dental  caries)  has  probably  been  responsible  for  more  pain  and  dis- 
comfort than  any  other  disease.  Thanks  to  preventive  techniques  made  possible  by 
dental  research,  about  half  of  all  U.S.  schoolchildren  aged  5-17  have  permanent 
teeth  free  from  tooth  decay.  This  is  an  increase  of  about  4  million  caries-free  chil- 
dren since  1980.^  Nevertheless,  caries  is  still  prevalent,  particularly  among  the  el- 
derly, minorities,  poor  children,  and  individuals  with  systemic  diseases,  and  is  re- 
sponsible for  more  absence  fi-om  work  than  any  other  disease. 

THE  NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH  (NIDR) 

As  biomedical  research  approaches  the  molecular  level,  it  becomes  increasingly 
difficult  to  differentiate  between  oral  health  research  and  basic  biomedical  research 
aimed  at  preventing  a  wide  range  of  diseases  that  affect  our  overall  health  and  well- 
being.  NIDR  is  the  central  focus  of  the  Federal  Government  for  oral  health  research 
and  training.  Therefore,  continued  funding  for  the  NIDR  is  essential  to  maintain 
and  improve  the  general  health  of  the  American  people. 

THE  NIDR  BUDGET 

With  regard  to  the  fiscal  year  1995  NIDR  budget,  we  respectfully  request  a  fund- 
ing level  for  the  National  Institute  of  Dental  Research  of  $202  million.  We  are  fully 
cognizant  of  the  current  austere  budget  environment,  the  Federal  deficit,  and  the 
associated  funding  limitations.  However,  considering  that  NIDR  is  the  most  signifi- 
cant source  of  funding  for  dental  research  in  America  today,  it  rests  with  NIDR  to 
provide  the  primary  resources  to  advance  the  oral  health  for  all  Americans.  In  addi- 
tion, Mr.  Chairman,  we  also  wish  to  point  out  that  we  support  the  recommendation 
of  the  ad  hoc  Group  for  Medical  Research  Funding  of  $11,950  billion  for  all  of  the 
activities  of  the  National  Institutes  of  Health  for  fiscal  year  1995.  We  ask  for  your 
support. 

CONCLUSION 

In  conclusion,  Mr.  Chairman,  I  want  to  thank  you  again  for  this  opportunity  to 
provide  testimony  on  dental  research.  Research  funded  by  NIDR  has  opened  new 
pathways  to  better  diagnosis,  prevention,  and  treatment  of  oral  diseases.  We  believe 
that  continued  funding  support  for  the  NIDR  is  essential  to  the  health  of  America's 


4NIDR  National  Survey  of  U.S.  School  Children:  1986-1987.  "Oral  Health  of  U.S.  Children" 
NIH  Pub.  No.  89-2247,  page  6,  September,  1989. 
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children,  adults,  and  senior  citizens.  This  concludes  my  testimony.  I  would  be  happy 
to  answer  any  questions  you  may  have. 

STATEMENT  OF  ALAN  R.  NELSON,  M.D.,  EXECUTIVE  VICE  PRESIDENT, 
AMERICAN  SOCIETY  OF  INTERNAL  MEDICINE 

Senator  KoHL.  Dr.  Alan  Nelson. 

Dr.  Nelson.  Good  morning.  I  am  Dr.  Alan  Nelson.  I  am  execu- 
tive vice  president  of  the  American  Society  of  Internal  Medicine. 
Last  year,  ASIM  released  this  white  paper,  "Rebuilding  Primary 
Care:  A  Blueprint  for  the  Future."  It  examines  the  decline  of  the 
interest  among  many  physicians  in  primary  care  as  a  career  choice 
and  offers  44  specific  recommendations  for  reversing  this  trend. 

This  subcommittee  has  under  its  jurisdiction  a  number  of  pro- 
grams designed  to  address  the  primary  care  crisis,  and  my  remarks 
will  touch  briefly  on  a  few  of  them. 

We  are  pleased  to  see  that  the  administration's  budget  calls  for 
a  12-percent  increase  in  the  support  for  the  Agency  for  Health  Care 
Policy  and  Research.  AHCPR's  primary  care  research  activities  will 
support  a  variety  of  efforts  critical  to  health  system  reform.  We 
also  support  funding  increases  for  the  National  Health  Service 
Corps,  and  urge  that  the  Corps  be  used  to  encourage  minorities  to 
train  and  remain  in  primary  care. 

The  fiscal  year  1995  budget  proposes  to  consolidate  the  health 
professions  programs  into  five  consolidated  grant  programs,  and  to 
cut  overall  funding  by  $15  million.  ASIM  is  deeply  concerned  that 
out  of  this  $15  million,  nearly  $14  million  is  anticipated  to  come 
out  of  the  primary  care  program.  As  the  only  major  investment  of 
the  Federal  Government  in  the  development  of  the  primary  care  in- 
frastructure, it  is  inconsistent  with  the  stated  goal  of  the  adminis- 
tration, of  supporting  increased  training  of  primary  care  physi- 
cians, to  take  such  a  substantial  cut  from  this  program. 

We  urge  the  subcommittee  to  support  an  increase  in  funding  for 
the  general  internal  medicine  and  general  pediatric  grants  program 
to  the  full  authorization  amount  of  $25  million. 

ASIM  is  concerned  that  the  administration's  budget  calls  for  only 
a  3-percent  increase  in  the  budget  for  claims  processing,  despite  a 
projected  5-percent  increase  in  claims.  If  carriers  are  not  given  the 
financial  resources  to  carry  out  the  many  duties  imposed  on  them 
over  the  years  by  the  Federal  Government,  they  will  devote  less 
time  and  attention  to  ensuring  that  all  aspects  of  program  adminis- 
tration function  smoothly,  hampering  their  operations,  and  causing 
physicians  and  beneficiaries  to  view  Medicare  less  favorably. 

So,  we  urge  this  subcommittee  to  maintain  appropriate  funding 
for  Medicare's  administrative  operations. 

Two  years  ago,  you  instructed  OSHA  to  reexamine  its  regulations 
on  blood-borne  pathogens,  in  light  of  the  lower  level  of  risk  of  dis- 
ease transmittal  in  physicians  offices.  The  cost  of  complying  with 
these  regulations  is  higher  than  appropriate  or  necessary  to  protect 
the  health  of  workers.  ASIM  appreciates  your  efforts  in  this  regard, 
and  requests  that  you  follow  up  with  the  Department  of  Labor  to 
assure  that  they  proceed  promptly  with  this  reexamination,  and 
issue  revised  regulations. 
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PREPARED  STATEMENT 

In  conclusion,  ASIM  urges  the  committee  to:  One,  increase  sup- 
port for  primary  care  research  through  AHCPR,  NIH,  and  other 
Federal  research  bodies;  two,  fully  fund  the  general  internal  medi- 
cine and  general  pediatric  grant  program  under  section  748  at  the 
authorized  level  of  $25  million;  three,  expand  financing  of  the  Na- 
tional Health  Service  Corps  to  enable  the  corps  to  serve  more 
health  work  force  shortage  areas;  and,  finally,  maintain  appro- 
priate funding  for  Medicare's  administrative  programs,  and  ask  the 
Department  of  Labor  to  reexamine  the  bloodborne  pathogen  regula- 
tions as  directed  by  Congress. 

Thank  you. 

Senator  KOHL.  Thank  you.  Dr.  Nelson. 

[The  statement  follows:] 

Statement  of  Alan  R.  Nelson,  M.D. 

introduction 

Mr.  Chairman  and  members  of  the  subcommittee,  iny  name  is  Dr.  Alan  Nelson 
and  I  am  the  Executive  Vice  President  of  the  American  Society  of  Internal  Medicine. 
On  behalf  of  ASIM,  I  want  to  thank  you  for  providing  me  this  opportunity  to  share 
with  you  ASIM's  views  on  fiscal  year  1995  appropriations.  ASIM  represents  26,000 
practicing  internists  in  all  50  states,  the  District  of  Columbia  and  Puerto  Rico. 

In  a  white  paper  released  last  year  titled  Rebuilding  Primary  Care:  A  Blueprint 
for  the  Future,  ASIM  examined  the  economic,  training  and  regulatory  obstacles  that 
are  discouraging  primary  care  physicians  from  practice  and  turning  away  promising 
young  medical  students  from  uie  field  of  primary  care.  In  that  paper,  we  made  44 
specific  recommendations  for  enhancing  the  attraction  of  primary  care,  many  of 
which  are  relevant  to  this  committee's  jurisdiction.  I  will  focus  my  remarks  on  three 
areas  where  this  committee  can  have  a  significant  impact  on  improving  the  primary 
care  medical  environment.  These  are  financing  practice-oriented  primary  care  re- 
search through  the  Agency  for  Health  Care  Policy  and  Research.  National  Institutes 
of  Health  and  other  federal  research  arms;  supporting  primary  care  training  pro- 
grams through  the  Public  Health  Service;  and  ensuring  that  administrative  oper- 
ations of  federal  health  care  programs  do  not  create  regulatory  barriers  to  the  provi- 
sion of  primary  care. 

increased  financing  for  primary  care  research 

As  recommended  by  the  Council  on  Graduate  Medical  Education,  public  policy 
should  promote  a  health  system  composed  of  a  "majority  of  generalist  physicians 
trained  to  provide  quality  primary  care  and  an  appropriate  mix  of  other  specialists 
to  meet  health  care  needs."  ASIM  agrees  with  COGME's  view  and  supports  in- 
creased funding  for  the  National  Institutes  of  Health  and  the  Agency  for  Health 
Care  Policy  and  Research  to  fund  research  in  primary  care,  health  services  delivery 
and  patient  outcomes,  as  well  as  for  the  development  of  research  faculty  in  the  pri- 
mary care  disciplines.  AHCPR's  primary  care  research  activities  support  a  variety 
of  efforts  to  improve  clinical  decisionmaking  and,  as  a  result,  treatment  outcomes. 
It  is  anticipated  that  an  improved  health  care  system  that  focuses  on  quality  and 
measurement  of  patient  outcomes  and  physicians'  performance  will  depend  heavily 
on  data  and  stucEes  produced  by  AHCPR.  We  are  pleased  to  see  that  the  adminis- 
tration's budget  this  year  once  again  calls  for  a  significant  increase  in  support  for 
AHCPR,  up  12  percent  to  $173  million.  We  hope  that  this  additional  money  will  en- 
able the  agency  to  adequately  fiind  the  policy  research  necessary  to  support  the  new 
health  care  system. 

Within  the  budget  for  NIH,  ASIM  applauds  the  continued  emphasis  given  to  de- 
velopment and  evaluation  of  new  therapies  and  potential  vaccines  to  extend  the 
lives  of  patients  with  HIV  and  the  emphasis  given  to  women's  health  research,  in- 
cluding an  additional  $84  million  for  breast  cancer  research. 

TRAINING  PRIMARY  CARE  PHYSICIANS 

Although  regulatory  and  economic  complaints  figure  prominently  in  many  physi- 
cians' and  medical  students'  views  of  primary  care,  problems  in  funding  and  content 
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of  medical  training  also  play  a  role.  There  are  many  reasons  why  medical  stu- 
dents— ^including  the  top  memcal  students  who  once  sought  out  a  career  in  primary 
care — are  turning  away  from  this  discipline.  These  include  the  narrow  orientation 
of  most  primary  care  training  programs  focusing  mainly  on  the  critically  ill,  a  lack 
of  positive  role  models  and  institutional  support  for  primary  care  training  programs, 
and  a  lack  of  exposure  in  training  to  those  ambulatory  care  settings  most  often 
found  in  primary  care  practice. 

The  fiscal  year  1995  budget  proposes  to  consolidate  over  25  categorical  health  pro- 
fessions programs  into  five  consolidated  grant  programs:  primary  care;  minority  and 
disadvantaged  assistance;  consolidated  loans;  other  priority  nursing;  and  health  pro- 
fessions research  and  data.  The  overall  funding  will  be  cut  by  $15  million  a  year. 
ASIM  is  deeply  concerned  that  of  this  $15  million,  nearly  $14  million  is  anticipated 
to  come  out  of  the  program  devoted  to  primary  care.  The  Title  VII  primary  care  pro- 
gram represents  the  only  major  investment  of  the  federal  government  in  the  devel- 
opment of  the  primary  care  infi-astructure  needed  to  support  the  future  health  care 
system.  The  proposed  reduction  seems  inconsistent  with  the  stated  goals  of  the  ad- 
ministration to  provide  incentives  under  health  care  reform  to  support  increased 
training  of  primary  care  physicians. 

ASIM  has  particular  misgivings  about  the  impact  the  consolidation  and  the  pro- 
posed funding  reductions  may  have  on  general  internal  medicine  and  general  pedi- 
atrics grants  under  the  primary  care  program.  The  Title  VII  General  Internal  Medi- 
cine and  General  Pediatrics  grant  program  provides  funds  to  public  and  private  non- 
profit hospitals  and  schools  of  medicine  to  support  residencies  in  general  internal 
medicine  and  pediatrics  and  grants  to  support  critical  faculty  development  pro- 
grams. Because  of  consolidation,  it  is  unclear  what  specific  impact  the  funding  re- 
duction will  have  on  this  program.  Last  year  Congress  appropriated  $16,871,000  for 
the  General  Internal  Medicine  and  General  Pediatrics  program.  ASIM  recommends 
that  this  year  the  subcommittee  support  an  increase  for  this  important  program  to 
the  full  authorization  amount  of  $25  million. 

ASIM  also  supports  funding  increases  for  the  National  Health  Service  Corps 
(NHSC)  to  provide  additional  means  for  primary  care  physicians  who  commit  to 
practicing  in  underserved  areas  to  be  trained  without  excessive  debt.  The  NHSC 
should  be  used  especially  to  encourage  and  promote  minorities  to  train  and  remain 
in  primary  care.  NHSC  is  particularly  valuable  not  only  in  providing  physicians 
with  a  means  for  training  in  primary  care  without  incurring  excessive  debt,  but  also 
in  providing  at  least  temporary  help  to  underserved  communities.  The  corps  has  not 
been  very  effective,  however,  in  getting  physicians  to  locate  their  practices  perma- 
nently in  underserved  areas.  Therefore,  it  will  be  necessary  to  change  certain  as- 
pects of  the  economic  and  regulatory  environment  that  may  have  a  disproportion- 
ately greater  adverse  impact  on  primary  care  physicians  in  rural  areas. 

ADDRESSING  THE  REGULATORY  BURDENS  OF  FEDERAL  HEALTH  PROGRAMS 

ASIM  urges  this  subcommittee  to  maintain  appropriate  funding  for  Medicare's  ad- 
ministrative operations.  The  administration  is  proposing  only  a  3  percent  increase 
in  the  budget  for  claims  processing  despite  a  projected  5  percent  increase  in  claims. 
If  carriers  are  not  given  the  financial  resources  to  carry  out  the  many  duties  im- 

f)osed  on  them  over  the  years  by  Congress  and  HCFA,  they  may  be  forced  to  devote 
ess  time  and  attention  to  ensuring  that  all  aspects  of  program  administration  func- 
tion smoothly.  This  in  turn  will  adversely  affect  how  carriers  treat  physicians'  Medi- 
care claims  and  respond  to  patient  inquiries,  causing  physicians  and  beneficiaries 
to  view  Medicare  less  favorably.  In  addition,  ASIM  suggests  that  some  of  the  funds 
for  Medicare's  administrative  operations  be  used  to  enhance  the  efficiency  of  the  car- 
riers and  improve  workforce  performance. 

OTHER  ISSUES 

ASIM  would  like  to  thank  this  subcommittee  for  the  language  in  the  conference 
report  on  the  1993  appropriations  for  the  Department  of  Labor  in  which  the  Occupa- 
tional Safety  and  Health  Administration  was  instructed  to  re-examine  its  regula- 
tions on  bloodborne  pathogens  as  they  apply  to  the  practice  of  medicine  in  physician 
offices  and  the  practice  of  dentistry.  The  bloodborne  pathogen  regulations  assume 
a  level  of  risk  in  physicians'  offices  that  is  similar  to  those  encountered  in  hospitals, 
although  the  risk  is  considerably  less  in  the  physician  office  setting.  As  a  result,  the 
costs  to  physicians  of  complying  with  these  regulations  are  higher  than  is  appro- 
priate or  necessary  to  protect  the  health  of  workers  in  physician  offices.  In  particu- 
lar, the  administrative  costs  associated  with  this  regulation  are  especially  burden- 
some. As  the  Department  has  not  yet  complied  with  the  committee's  directive  to  re- 
examine this  regulation,  ASIM  urges  the  subcommittee  to  follow  up  with  the  De- 
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partment  of  Labor  to  assure  that  they  proceed  promptly  with  this  reexamination 
and  issue  revised  regulations. 

CONCLUSION 

In  conclusion,  ASIM  urges  this  subcommittee  to:  (1)  increase  support  for  primary 
care  research  through  the  Agency  for  Health  Care  Policy  and  Research,  National  In- 
stitutes of  Health  and  other  federal  research  bodies;  (2)  increase  investment  in  pri- 
mary care  training  by  fully  funding  Title  VII  at  a  level  of  $25  million;  (3)  expand 
financing  of  the  National  Health  Service  Corps  to  enable  the  Corns  to  serve  more 
health  workforce  shortage  areas;  and  (4)  ask  tne  Department  of  Laoor  to  reexamine 
the  bloodbome  pathogens  regulations  as  directed  by  Congress. 

Thank  you,  Mr.  Chairman  and  members  of  the  subcommittee.  I  would  be  happy 
to  respond  to  any  questions  you  may  have. 

STATEMENT  OF  JOHN  E.  MIDTLING,  M.D.,  ORGANIZATIONS  OF  ACA- 
DEMIC FAMILY  MEDICINE 

Senator  Kohl.  Our  last  witness  on  this  panel  is  John  Midtling 
from  Milwaukee.  Nice  to  have  you  here.  Before  you  leave,  I  would 
like  to  take  a  picture  with  you. 

Dr.  MiDTLlNG.  Thank  you,  Senator  Kohl,  I  would  be  honored. 

Grood  morning,  and  good  morning  to  the  members  of  the  staff.  I 
am  John  Midtling,  chair  of  family  medicine  at  the  Medical  College 
of  Wisconsin,  and  I  am  here  today  representing  four  academic  fam- 
ily medicine  organizations  to  testify  on  behalf  of  increased  funding 
for  family  physician  training  and  research. 

Family  physicians  are  the  linchpin  of  health  care  reform.  They 
are  the  key  to  increasing  access  to  care,  improving  cost  of  care,  and 
improving  quality  of  care.  Many  studies  have  shown  that  family 
physicians  are  the  most  cost-effective  providers  of  care.  A  recent 
study  in  "Health  Affairs,"  using  HCFA  data,  showed  that  those 
States  that  had  the  highest  family  physician  to  population  ratio 
had  the  lowest  per  capita  health  care  cost. 

In  regard  to  access  to  care,  family  physicians  are  five  times  more 
likely  to  locate  in  underserved  rural  areas  and  three  times  more 
likely  to  locate  in  underserved  urban  areas  than  any  other  primary 
care  physician  group.  In  regard  to  quality  of  care,  family  physicians 
provide  early  diagnosis,  prevention,  and  serve  as  a  patient's  advo- 
cate dealing  with  an  increasingly  complex  and  fragmented  health 
care  delivery  system. 

The  problem  we  face  is  that  there  is  a  shortage  of  family  physi- 
cians in  America.  One-third  of  our  family  physicians  are  over  the 
age  of  55,  and  are  now  retiring  at  a  rate  exceeding  the  production 
of  our  new  graduates.  There  is  only  one  Federal  program  that  is 
designed  to  address  this  shortage,  and  that  is  the  title  VII  pro- 
gram, section  747  of  that  program.  That  program  provides  funding 
for  family  medicine  departments  and  family  medicine  residency 
training  programs  to  help  alleviate  this  shortage. 

The  current  funding  at  $47  million  for  the  entire  Nation  is  inad- 
equate to  meet  these  needs.  In  addition,  the  President's  budget 
would  consolidate  12  health  professions  programs  into  one  cat- 
egory— included  in  this  is  the  family  medicine  funding — and  reduce 
that  funding  by  $13.6  million.  We  feel  that  this  is  contradictory  to 
health  care  reform  efforts,  which  will  depend  on  an  increasing 
number  of  family  physicians  to  improve  access  and  reduce  cost  of 
care  in  America. 

In  addition,  the  budget  would  divert  money  from  existing  train- 
ing programs  for  family  physicians  to  retraining  of  specialists  in 
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primary  care  disciplines.  Although  we  support  the  concept  of  re- 
training, we  do  not  support  the  concept  of  diverting  money  from  ex- 
isting training  programs  to  retraining  older  physicians. 

Finally,  our  group  has  four  recommendations  for  the  committee 
to  consider.  The  first  one  is  that  we  ask  your  continued  support  for 
family  medicine  training,  and  that  you  increase  the  appropriation 
for  fiscal  year  1995  to  the  fully  authorized  level  of  $54  million. 
That  is  a  $7  million  increase.  These  funds  have  been  very  effective. 
Last  year,  the  funding  that  the  committee  allocated  was  able  to  es- 
tablish three  new  departments  of  family  medicine,  one  at  Einstein 
in  New  York,  one  at  Emory  in  Atlanta,  and  one  at  the  University 
of  Hawaii. 

In  our  own  State,  we  were  able  to  expand  a  residency  program 
in  Milwaukee  by  developing  a  linkage  with  an  inner-city  commu- 
nity health  center  that  is  federally  funded  that  was  short  of  physi- 
cians. This  has  provided  a  major  source  of  physicians  to  that  com- 
munity health  center. 

PREPARED  STATEMENT 

We  ask  the  committee  not  to  use  section  747  funding  as  it  cur- 
rently exists  for  retraining.  We  ask  the  committee  to  express  in  its 
report  opposition  to  merging  the  primary  care  programs  into  one 
authorization — one  authority.  Finally,  we  ask  for  an  additional  $20 
million,  which  will  be  allocated  to  the  Agency  for  Health  Care  Pol- 
icy and  Research,  be  specifically  designated  for  primary  care  re- 
search because  the  lack  of  investment  in  primary  care  research  has 
been  a  major  influence  on  leading  to  the  underdevelopment  of  fam- 
ily medicine  in  our  Nation's  medical  schools,  which  has,  in  turn,  led 
to  a  decreased  production  of  family  physicians. 

I  want  to  thank  you  today  for  the  opportunity  to  testify  before 
your  committee. 

[The  statement  follows:] 

Statement  of  John  E.  Midtling,  M.D. 

Mr.  Chairman,  I  am  John  MidtUng,  M.D.,  Chairman  of  the  Department  of  Family 
Medicine  at  the  Medical  College  of  Wisconsin  and  Chair  of  the  Academic  Family 
Medicine  Organizations  Legislative  and  Federal  Policy  Subcommittee.  I  am  pleased 
to  be  here  once  again  on  behalf  of  the  listed  academic  family  medicine  organizations 
to  speak  in  support  of  critical  funding  of  family  medicine  training  programs  and  re- 
search. 

THE  NATION  NEEDS  MORE  FAMILY  PHYSICIANS 

This  year  we  come  to  you  in  a  new  era  of  health  care  funding.  Not  only  is  this 
a  year  with  a  very  tight  budget  target,  with  both  you,  the  Congress,  and  the  Admin- 
istration serious  about  reducing  the  deficit,  but  this  is  also  the  year  of  health  system 
reform.  No  matter  what  the  final  outcome  of  health  system  reform  will  be — what 
the  legislation  will  look  like — we  will  be  seeing  massive  changes  in  the  way  health 
care  is  delivered,  and  who  has  access  to  health  insurance.  While  we  would  be  hesi- 
tant to  prognosticate  now  over  what  the  new  system  will  look  like,  a  few  assump- 
tions can  be  made.  First,  more  individuals  will  be  covered  by  health  insurance.  Two, 
managed  care  is  on  the  rise  and  will  continue  to  grow  as  cost-saving  methods  be- 
come more  and  more  a  part  of  health  care  delivery. 

Just  these  two  assumptions  alone  mandate  the  need  for  more  family  and  other 
primary  care  physicians.  In  fact,  both  the  Council  on  Graduate  Medical  Education 
(COGME)  and  the  Physician  Payment  Review  Commission  (PPRC),  advisory  bodies 
to  Congress,  have  called  for  an  increase  in  the  production  of  primary  care  physi- 
cians, along  with  a  concomitant  decrease  in  the  number  of  specialists  trained  in  this 
country.  Moreover,  the  shortage  of  academic  generalists  may  be  even  greater  than 
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the  shortage  of  generalists  in  the  health  care  dehvery  system  given  the  major  tasks 
of  expanding  our  capacity  to  encourage  more  students  to  enter  generalist  careers 
and  tne  need  to  expand  our  capacity  to  train  those  graduates  in  family  practice  resi- 
dency programs.  Why  do  we  need  more  family  physicians?  Simply  put,  not  only  are 
family  physicians  more  likely  than  other  specialists  to  practice  in  rural  and  urban 
underserved  areas,  but  the  care  they  provide  is  more  cost-effective.  The  authors  of 
the  recent  Medical  Outcomes  Study  (JAMA,  March  25,  1992)  studied  treatment  pat- 
terns across  specialties  and  found  that  large  differences  in  utilization  exist,  with 
family  physicians  being  far  more  cost-effective  due  to  their  prudent  use  of  hospital 
services,  tests  and  other  expensive  procedures.  This  pattern  holds  true  even  after 
accounting  for  patient  mix. 

There  have  been  a  number  of  papers  suggesting  that  one  important  reason  the 
Canadian  health  care  system  proviaes  universal  access  to  health  care  at  30  to  40 
percent  lower  cost  than  in  the  United  States  is  because  50  percent  of  all  physicians 
in  Canada  are  family  physicians.  This  observation  is  supported  by  similar  cir- 
cumstances and  much  lower  costs  in  Great  Britain  and  Western  Europe.  In  the  past, 
when  the  United  States  had  a  percentage  of  generalists  similar  to  those  of  Great 
Britain  and  Western  Europe  its  nealth  care  costs,  as  a  percentage  of  gross  national 
product,  were  also  similar  to  those  countries.  As  the  United  States  moved  away 
from  generalism  our  costs,  as  a  percentage  of  GNP,  diverged  from  those  experienced 
by  Great  Britain  and  Western  Europe. 

WHY  INCREASED  FAMILY  MEDICINE  FUNDING  UNDER  TITLE  VII  IS  CRITICAL 

As  we  look  to  filling  our  nation's  need  for  more  generalist  physicians,  we  should 
keep  in  mind  the  limited  resources  currently  available  to  help  support  the  produc- 
tion of  such  physicians.  One  area  of  great  uncertainty  at  this  time  is  whether  health 
system  reform  will  include  major  changes  in  graduate  medical  education  under  Med- 
icare to  increase  the  production  of  generalist  physicians.  Section  747  of  Title  VII  of 
the  Public  Health  Service  Act  funds  (which  support  departments  of  family  medicine 
in  our  nation's  medical  schools  and  family  practice  residency  training  programs),  are 
currently  the  only  federal  programs  in  existence  explicitly  designed  to  help  alleviate 
a  shortage  of  family  physicians  in  the  nation.  Without  those  potential  graauate  med- 
ical education  changes  we  must  rely  solely  on  the  current  (fiscal  year  1994)  funding 
of  $47  million  for  family  medicine  training  programs.  This  funding  is  clearly  insuffi- 
cient to  accomplish  the  task. 

FISCAL  YEAR  1995  BUDGET  IS  COUNTERPRODUCTIVE  TO  GOALS  OF  HEALTH  SYSTEM 

REFORM 

The  President's  budget  for  fiscal  year  1995  does  several  things  we  feel  are  coun- 
terproductive to  the  aims  of  health  system  reform,  particularly  the  priority  need  to 
increase  numbers  of  family  physicians,  no  matter  what  the  vehicle  or  outcome.  First, 
it  merges  twelve  health  professions  programs  under  one  category,  given  the  rubric 
of  primary  care  health  professions  initiatives.  Second,  it  reduces  funding  for  these 
programs  by  $13.6  million  in  toto.  Third,  in  its  justification  for  the  budget  request, 
the  Department  of  Health  and  Human  Services  identifies  the  use  of  funds  under 
these  programs  for  the  retraining  of  specialists  as  a  priority. 

We  nave  serious  reservations  over  the  strategies  for  reorganization  and  redirec- 
tion of  funding  of  programs  within  the  President's  fiscal  year  1995  budget.  The 
funds  avaiilable  for  family  medicine  training  have  never  been  generous;  we  have  had 
to  fight  for  appropriations  every  year  with  the  help  of  this  committee  were  able  to 
turn  around  from  a  disastrous  year  in  fiscal  year  1993.  The  academic  community 
is  looking  toward  the  prospect  of  increased  funding  for  Section  747,  in  part,  to  help 
alleviate  some  of  the  financial  hardship  we,  and  residency  programs  in  particular, 
have  suffered  in  the  most  recent  cycle.  It  is  certainly  not  appropriate,  in  our  view, 
for  these  funds  to  be  diminished  further  and  spread  even  more  tninly  for  efforts  not 
wholly  related  to  family  practice  training. 

Diversion  of  family  medicine  funding  toward  retraining  further  diminishes  effec- 
tiveness of  program. — We  have  an  even  broader  concern  over  the  use  of  funds  under 
Title  VII  K)r  retraining  initiatives.  This  is  a  specific  example  of  where  directed 
spending  will  pull  funding  away  from  the  overall  mission  of  training  new  family 
pnysicians.  In  large  part  our  concern  stems  from  a  belief  that  funds  established  to 
support  poorly  funded  generalist  departments  and  residency  programs  should  not  be 
used  to  retrain  individuals  whose  original  institutions  profitea  greatly  from  their 
presence.  In  other  words,  these  programs  are  not  the  appropriate  venue  for  training 
dollars  to  support  specialist  retraimng.  More  appropriate  avenues  for  funding  would 
be  from  the  private  sector  or  from  an  all-payor  graduate  medical  education  pool.  We 
ask  the  Committee  to  include  in  its  fiscal  year  1995  funding  legislation,  a  prohibi- 
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tion  against  the  use  of  Section  747  funds  for  retraining  initiatives.  We  cannot  afford 
to  dilute  funds  for  manpower  away  from  the  primary  goal  of  developing  the  infra- 
structure needed  in  medical  schools  and  residency  programs  for  producing  family 
physicians.  A  large  portion  of  graduate  medical  education  funds  goes  to  support 
trainees'  stipends.  These  taxpayer  funds  have  already  been  expended  once  in  pre- 
paring physicians  practicing  in  the  limited  specialties  to  earn  lucrative  salaries  in 
the  practice  of  fee-ior-service  medicine  and  it  is  impossible  to  justify  the  use  of  tax- 
payer funds  to  finance  this  portion  of  retraining.  Should  a  decision  be  made  to  pur- 
sue these  efforts  with  Title  VII  funds,  a  new  authorization  designed  specifically  for 
this  purpose  is  warranted.  Our  programs'  small  dollars  should  not  be  diminished 
further. 

Merging  Section  747  with  other  primary  care  programs  hinders  production  of  fam- 
ily physicians. — In  keeping  with  our  worry  over  the  small  amount  of  funds  available 
to  our  programs,  we  are  troubled  by  the  raising,  again,  of  the  issue  of  merging  all 
primary  care  program  funds.  As  you  are  aware,  authorizing  legislation  is  needed  to 
accomplish  this  merger,  but  we  are  concerned  that  a  separate  line  item  for  family 
medicine  be  retained.  It  would  be  extremely  disheartemng  to  see  family  medicine 
training  get  lost  in  the  new,  politically  correct  buzzword  of  "primary  care."  Family 
medicine,  and  family  medicine  training,  is  unique,  both  in  its  nature  and  in  the  po- 
litical dynamics  of  its  growth.  It  is  a  much  more  efficient  use  of  federal  dollars  to 
target  Title  VTI  funding  to  produce  more  family  physicians  rather  than  generic  pri- 
mary care  graduates.  By  doing  so,  we  increase  the  production  of  physicians  who 
achieve  the  aims  of  health  care  reform  better  than  other  specialties  by  serving  in 
rural  and  innercity  underserved  areas  in  greater  numbers  and  by  providing  more 
cost-eflfective  care  than  other  medical  specialties. 

Title  VII  funding  has  been  a  potent  lever  for  the  nation  for  the  development  of 
family  medicine  as  a  discipline.  Merging  the  primary  care  programs  will  mean  los- 
ing identity,  and  consequently  losing  support  for  family  medicine.  More  than  half 
the  states  nave  line  items  in  their  budgets  supporting  family  medicine — not  primary 
care  in  general.  The  door  opened  for  family  medicine  into  academic  institutions  only 
because  of  legislation  such  as  Title  VII.  Perhaps  the  biggest  example  of  this  success 
has  been  the  recent  department  grant  cycles  within  Section  747.  Several  new  de- 
partments of  famUy  medicine  have  been  established,  or  are  in  that  process,  due  to 
this  funding.  Since  we  know  there  is  a  direct  correlation  between  the  presence  of 
a  department  of  family  medicine  within  a  school  of  medicine  and  students  electing 
careers  in  family  medicine  it  is  critical  that  this  funding  continue  its  separate  iden- 
tity. Without  this  identity  and  support  from  these  programs  family  medicine  depart- 
ments and  residency  programs  would  not  be  able  to  produce  as  many  family  pnysi- 
cians  as  they  currently  do,  let  alone  bring  production  up  to  the  levels  needed. 

We  strongly  urge  this  committee  to  go  on  record  in  continued  support  of  Section 
747  family  medicine  training  funds  as  a  separate  program  authorization.  The  fed- 
eral partnership  with  family  medicine  has  been  critical  to  the  development  of  the 
discipline,  which  is  still  in  its  early  stages.  Now  is  not  the  time  for  the  federal  gov- 
ernment to  withdraw  this  much  needed  support. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH  (AHCPR) 

Also  of  concern  to  the  academic  family  medicine  community  is  funding  for  the 
Agency  for  Health  Care  Policy  and  Research  (AHCPR).  AHCPR's  mandate  specifies 
clinical  practice  research  to  include  primary  care  and  practice-oriented  research.  Re- 
search funding  availability  is  also  an  important  factor  in  increasing  the  number  of 
Ehysicians  going  into  primary  care  medicine.  This  mandate  to  the  agency  has  given 
ope  that  much  needed  primary  care  research  would  receive  federal  attention  and 
support  and  be  able  to  provide  the  nation  with  a  great  deal  of  information  to  help 
control  costs  of  health  care  and  improve,  or  reduce,  morbidity  and  mortality.  More 
needs  to  be  done,  however.  Unfortunately,  funding  from  AHCPR  for  primary  care 
research  has  been  very  small.  In  fiscal  year  1993,  the  most  recent  year  data  is  avail- 
able, only  15  new  primary  care  ROl  grants  were  funded.  This  compares  with  5,645 
NIH  ROl  grants.  In  addition,  in  this  same  time  period  not  quite  $6.5  million  went 
to  fund  these  grants  compared  to  approximately  $1.3  billion  spent  in  fiscal  year 
1993  on  5,645  new  ROl  grants  for  biomedical  research  at  NIH. 

RECOMMENDATIONS  FOR  FAMILY  MEDICINE  TRAINING  AND  RESEARCH 

The  Organizations  of  Academic  Family  Medicine  have  four  main  recommendations 
for  the  fiscal  year  1995  Labor/HHS  Appropriations  bill.  They  are  as  follows:  we  ask 
that  you  continue  your  support  for  family  medicine  training,  and  bring  the  appro- 
priations level  for  section  747  up  to  the  authorized  level  of  $54  million,  a  $7  million 
increase  for  fiscal  year  1995;  we  request  the  committee  not  allow  the  use  of  Section 
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747  funds  for  retraining;  we  ask  the  committee  to  express,  in  its  report,  its  opposi- 
tion to  the  merging  of  primary  care  programs  under  one  authority;  and  in  order  to 
support  critical  practice-oriented  primary  care  research  we  are  asking  that  an  addi- 
tional $20  million  above  the  President's  request  be  appropriated  to  the  Agency  for 
Health  Care  Policy  and  Research  and  designated  for  primary  care  research. 

Senator  KoHL.  Thank  you,  Dr.  Midtling,  Dr.  Nelson,  Ms. 
Zachary,  Dr.  Fonseca,  Dr.  Baigis-Smith.  Your  testimony  is  well  re- 
ceived, important,  and  will  play  a  real  role  in  our  deliberations.  So, 
we  thank  you  for  the  effort  that  you  have  made  to  come  here  before 
us  today. 

STATEMENT  OF  ERIC  LAUF,  D.P.M.,  AMERICAN  COLLEGE   OF  FOOT 
AND  ANKLE  SURGEONS 

Senator  Kohl.  Our  last  panel  today  is  composed  of  three  people. 
No.  1,  we  have  Eric  Lauf.  We  also  have  Steven  M.  Mirin.  Finally, 
we  have  Anthony  J.  Adams. 

Dr.  Lauf. 

Dr.  Lauf.  Good  morning,  Mr.  Chairman.  My  name  is  Eric  Lauf. 
I  am  a  practicing  podiatric  surgeon  and  physician  in  Falls  Church, 
VA.  I  am  currently  chairman  of  the  House  of  Councilors  of  the 
American  College  of  Foot  and  Ankle  Surgeons,  and  I  am  president 
of  the  Virginia  Podiatric  Medical  Residency  Foundation. 

I  am  pleased  to  represent  the  4,000  members  of  the  college  in 
support  of  increasing  funding  for  foot  and  ankle  research  and  the 
National  Institutes  of  Health  and  the  Agency  for  Health  Care  Pol- 
icy and  Research. 

I  will  summarize  my  statement  of  record  previously  submitted. 

The  American  College  of  Foot  and  Ankle  Surgeons  recommends 
an  increase  in  the  overall  funding  for  the  National  Institutes  of 
Health  by  at  least  7  percent.  The  college  recommends  that  the 
budget  for  the  Agency  for  Health  Care  Policy  and  Research  be  in- 
creased by  an  inflation  adjustment,  with  the  addition  of  at  least 
$10  million,  to  expand  outcomes  and  effectiveness  studies. 

Mr.  Chairman,  I  want  to  acknowledge  the  important  role  this 
subcommittee  has  already  played  in  supporting  the  strong  bio- 
medical research  program  in  the  United  States.  Your  commitment 
to  the  National  Institutes  of  Health  over  the  years  has  made  bio- 
medical research  in  the  United  States  second  to  none — and  that  is 
not  challenged.  We  urge  you  to  continue  to  be  generous  with  your 
funding  recommendations. 

I  would  like  to  highlight  three  areas  where  expanded  research 
into  diseases  and  disorders  of  the  foot  and  ankle  is  strongly  needed. 
The  first  is  the  foot  and  ankle  complications  of  diabetes,  generally 
funded  through  the  National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases.  Foot  and  ankle  complications  are  among  the 
most  common  problems  that  diabetics  face. 

More  than  one-half  of  the  amputations  performed  in  this  country 
are  the  result  of  complications  of  diabetes.  Further  research  could 
help  podiatric  physicians  improve  the  preventive  services  provided 
to  these  individuals  and  decrease  morbidity,  thus  keeping  them  ac- 
tive in  society  and  in  the  work  force. 

We  cannot  take  for  granted  one's  ability  to  work  without  disabil- 
ity, nor  the  cost  to  society  of  having  them  on  disability  and  not  in 
the  work  force,  the  cost  of  prolonged  care,  prosthetics,  et  cetera. 
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Additionally,  the  University  of  Texas  Health  Science  Center,  in 
coordination  with  the  American  College  of  Foot  and  Ankle  Sur- 
geons and  podiatric  surgeons  there,  have  recently  concluded  a 
study  on  the  effects  of  diabetes,  and  have  concluded  that  blacks 
with  diabetes  are  at  significantly  higher  risk  for  amputation  in  the 
society,  and  are  furthering  that  research  to  determine  why,  and 
ways  to  prevent  this. 

A  second  area  of  research  is  on  arthritis  of  the  foot  and  ankle, 
funded  through  the  National  Institute  of  Arthritis,  Musculo- 
skeletal, and  Skin  Diseases.  We  see  patients  afflicted  with  arthritis 
of  the  foot  and  ankle.  They  suffer  pain,  deformity,  and  disability. 
There  is  no  cure  for  these  conditions.  Patients  and  health  care  pro- 
viders alike  urge  further  work  in  this  arena,  as  well. 

The  third  area  is  the  complex  problem  of  muscle,  tendon  and 
bone  disease,  and  injury  affecting  the  foot  and  ankle.  Injuries  and 
disorders  of  the  foot  and  ankle  are  quite  common.  Research  can 
lead  to  improved  medical  and  surgical  treatments,  better  implant 
materials,  and  refined  orthotics  and  prosthetics.  Likewise,  there 
are  an  array  of  pediatric  and  ankle  problems  whose  causes  are 
poorly  understood.  A  better  understanding  of  this  would  keep  peo- 
ple active,  in  the  work  force,  and  as  productive  citizens. 

The  American  College  of  Foot  and  Ankle  Surgeons  recommends 
that  the  subcommittee  ask  the  National  Institutes  of  Health  to  de- 
velop a  report  on  current  research  activities  affecting  the  foot  and 
ankle  problems,  and  identify  new  areas  of  research  that  need  to  be 
funded,  along  with  an  estimate  of  the  financial  and  personal  re- 
sources needed  to  accomplish  these  tasks. 

The  American  College  of  Foot  and  Ankle  Surgeons  is  concerned 
that  podiatric  physicians  and  surgeons  and  their  educational  insti- 
tutions have  limited  participation  at  research  at  the  National  Insti- 
tutes of  Health,  yet  provide  the  lion's  share  of  studies  regarding 
this  and  care  for  the  population  of  the  United  States  as  it  regards 
foot  and  ankle  care. 

We  fully  support  the  work  of  the  National  Institutes  of  Health 
and  want  to  participate  at  a  greater  level.  We  urge  the  subcommit- 
tee to  ask  the  National  Institutes  of  Health  to  identify  ways  in 
which  doctors  of  podiatric  medicine,  their  academic  institutions, 
and  the  medical  centers  can  participate  more  fully  with  the  NIH. 
The  College  is  prepared  to  do  its  part  to  facilitate  stronger  sci- 
entific ties. 

PREPARED  STATEMENT 

The  American  College  of  Foot  and  Ankle  Surgeons  has  targeted 
research  and  outcomes  as  an  essential  area  of  its  focus  and  one  of 
its  main  areas  of  financial  funding.  And  the  House  of  Councilors 
for  the  college  has  earmarked  a  fully  25  percent  of  its  budget  to- 
ward outcomes  research  and  research  in  foot  and  ankle  care. 

This  concludes  my  statement,  Mr.  Chairman,  and  I  would  be 
pleased  to  answer  any  questions  you  may  have. 

Senator  KOHL.  Thank  you.  Dr.  Lauf. 

[The  statement  follows:] 
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Statement  of  Eric  Lauf 

Mr.  Chaii-man  and  Members  of  the  Subcommittee,  my  name  is  Eric  Lauf,  D.P.M., 
a  practicing  podiatric  surgeon  in  Falls  Church,  Virginia,  and  Chairman  of  the  House 
of  Councilors  of  the  American  College  of  Foot  and  Ankle  Surgeons  (ACFAS).  I  am 
pleased  to  have  the  opportunity  today  to  represent  the  nearly  4,000  members  of  the 
College  in  support  of  increased  funding  for  foot  and  ankle  research  at  the  National 
Institutes  of  Health  (NIH)  and  the  Agency  for  Health  Care  Policy  and  Research 
(AHCPR). 

ACFAS  is  a  voluntary  educational  and  scientific  organization  devoted  to  the  ethi- 
cal and  competent  practice  of  podiatric  surgery  and  to  the  provision  of  high  quality 
care  for  the  podiatric  surgical  patient.  To  improve  and  advance  the  professional 
skills  of  its  members,  the  College  presents  extensive  scientific  and  education  pro- 
grams. In  addition,  the  College  promotes  methods  to  insure  high  standards  of  sur- 
gical practice,  disseminates  surgical  knowledge  and  provides  information  to  the  gen- 
eral public. 

ACFAS  recommends  an  increase  in  overall  funding  for  the  National  Institutes  of 
Health  of  at  least  7  percent.  This  goes  beyond  the  President's  fiscal  year  1995  budg- 
et proposal  and  accommodates  inflation,  while  also  allowing  some  new  initiatives  to 
begin.  The  College  recommends  that  the  budget  for  the  Agency  for  Health  Care  Pol- 
icy and  Research  be  increased  by  an  inflation  adjustment,  with  the  addition  of  at 
least  $10  million  to  expand  outcomes  and  effectiveness  studies.  Finally,  the  College 
strongly  urges  support  from  this  Subcommittee  to  expand  the  role  of  Doctors  of 
Podiatric  Medicine,  their  academic  institutions  and  the  medical  centers  in  which 
they  work  in  research  funded  by  NIH  and  AHCPR. 

Mr.  Chairman,  I  want  to  acknowledge  the  important  role  this  Subcommittee  has 
played  in  supporting  a  strong  biomedical  research  program  in  the  United  States. 
Your  commitment  to  NIH  over  the  years  has  made  biomedical  research  in  the  Unit- 
ed States  second  to  none.  Although  ACFAS  recognizes  the  need  to  manage  federal 
spending  wisely  we  believe  that  the  funds  provided  to  NIH  to  support  biomedical 
research  in  this  country  should  be  given  a  high  priority  among  discretionary  ac- 
counts. They  are  critical  to  developing  ways  to  prevent  or  cure  disease  and  injury, 
thereby  providing  for  the  health  and  prosperity  of  our  citizens.  We  urge  you  to  be 
generous  with  your  funding  recommendations.  These  are  truly  investments  in  our 
future. 

I  would  like  to  highlight  three  general  areas  where  expanded  research  into  dis- 
eases and  disorders  of  the  foot  and  ankle  is  needed. 

The  first  relates  to  the  foot  and  ankle  complications  of  diabetes.  Diabetes  research 
is  generally  funded  through  the  National  Institutes  of  Diabetes  and  Digestive  and 
Kidney  Diseases  (NIDDK).  Foot  and  ankle  complications  are  among  the  most  com- 
mon problems  diabetics  face.  More  than  half  of  the  amputations  performed  in  this 
country  are  a  result  of  complications  of  diabetes.  Podiatric  physicians  provide  exten- 
sive preventive  care,  as  well  as  more  complex  medical  and  surgical  services,  related 
to  these  problems.  This  is  an  area  where  further  research  could  help  podiatric  physi- 
cians and  other  health  professionals  improve  the  preventive  services  provided  to 
these  individuals  and  decrease  morbidity. 

A  second  area  is  arthritis  of  the  foot  and  ankle  funded  through  the  National  Insti- 
tute of  Ajrthritis,  Musculoskeletal  and  Skin  Diseases.  We  see  many  patients  afflicted 
with  arthritis  of  the  foot  and  ankle.  They  suffer  pain,  deformity  and  disability. 
There  is  no  cure  for  these  conditions.  Patients  and  health  care  professionals  alike 
urge  further  work  in  this  area.  The  relationship  between  arthritis  and  the  other 
musculoskeletal  systems  of  the  foot  and  ankle  is  important,  and  the  Institute  should 
be  urged  to  expand  its  work  in  this  area. 

The  third  area  of  research  of  interest  to  podiatric  physicians  and  their  patients 
covers  the  complex  problems  of  muscle,  tendon  and  bone  disease  and  injury  affecting 
the  foot  and  ankle.  Injuries  and  disorders  of  the  foot  and  ankle  are  common.  Re- 
search can  lead  to  improved  medical  and  surgical  treatments,  better  implant  mate- 
rials and  refined  orthotics  and  prosthetics.  Likewise  there  are  an  array  of  pediatric 
foot  and  ankle  problems  whose  causes  are  poorly  understood.  It  would  be  far  better 
for  us  to  prevent  the  development  of  such  problems  in  children  rather  than  have 
to  treat  their  symptoms  when  they  attain  adulthood. 

Walking  is  a  fundamental  activity  for  most  of  us.  For  individuals  who  cannot 
walk,  the  loss  is  a  tragedy.  We  accept  the  ability  to  walk  readily  and  give  its  poten- 
tial loss  little  thought.  However,  it  is  such  an  essential  part  of  our  lives  that  more 
attention  should  be  paid  to  the  basic  causes  of  injury  and  disease  that  lead  to  a  lack 
of  mobility. 

ACFAS  recommends  that  the  Subcommittee  ask  the  National  Institutes  of  Health 
to  develop  a  report  on  current  research  activities  affecting  foot  and  ankle  problems 
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and  identification  of  new  areas  of  research  that  need  to  be  funded.  In  addition,  the 
Subcommittee  should  ask  NIH  for  an  estimate  of  the  financial  and  personnel  re- 
sources needed  to  accompUsh  these  tasks. 

ACFAS  is  concerned  tnat  DPM's  and  their  institutions  have  very  limited  partici- 
pation in  research  at  NIH.  Our  members  see  millions  of  individuals  with  foot  and 
ankle  problems  of  all  levels  of  complexity.  As  health  care  professionals,  we  fully  rec- 
ognize the  important  role  that  biomedical  research  plays  not  only  in  the  education 
of  professionals  but  also  in  the  diagnosis  and  treatment  of  disease  and  injury.  We 
fully  support  the  work  of  NIH  and  want  to  participate  at  a  greater  level  in  that 
work.  We  urge  the  Subcommittee  to  ask  NIH  to  identify  ways  in  which  DPM's,  their 
academic  institutions  and  medical  centers  can  participate  more  fully  with  NIH.  The 
College  is  prepared  to  do  its  part  to  facilitate  stronger  scientific  ties.  All  of  us  in 
the  field  look  forward  to  the  opportunity  to  work  with  NIH,  particularly  the  two  in- 
stitutes I  have  noted,  on  a  future  research  agenda  involving  all  professionals  and 
scientists  concerned  about  foot  and  ankle  disease  and  injury. 

ACFAS  has  been  a  leader  in  developing  preferred  practice  guidelines  for  condi- 
tions of  the  foot  and  ankle.  We  are  committed  to  continuing  that  effort.  We  are 
aware  of  the  limitations  in  our  knowledge  about  the  effectiveness  of  some  of  the 
medical  and  surgical  services  we  provide.  Outcomes  and  effectiveness  studies  are 
the  best  way  to  answer  these  questions  for  the  practitioner  and  the  patient.  ACFAS 
supports  the  Agency  for  Health  Care  Policy  and  Research's  efforts  in  the  area  of  out- 
comes and  effectiveness  studies.  We  believe  that  the  agency's  support  for  these  stud- 
ies should  be  expanded  and  urge  the  addition  of  an  extra  $10  million  to  the  budget 
for  fiscal  year  1994  for  this  purpose.  Outcomes  and  effectiveness  research  is  complex 
and  requires  large  niunbers  of  patients  and  large  amounts  of  money.  This  is  usually 
beyond  the  role  of  a  single  association  or  private  institution  to  fund.  We  believe  that 
AHCPR  should  be  doing  more  in  this  area,  but  we  recognize  that  their  budget  has 
been  limited. 

The  time  has  come  to  be  more  aggressive  in  funding  the  Agency.  This  is  particu- 
larly critical  as  we  look  forward  to  health  care  reform  and  the  need  to  make  wiser 
and  more  efficient  decisions  about  the  use  of  health  care  resources.  The  outcomes 
and  effectiveness  studies  funded  by  AHCPR  are  crucial  to  answering  these  questions 
successfully. 

There  are  challenging  questions  about  outcomes  and  effectiveness  of  certain  treat- 
ments in  the  field  of  foot  and  ankle  care.  AHCPR,  working  with  the  podiatric  medi- 
cal profession,  should  address  these  issues.  We  are  prepared  to  work  vigorously  with 
the  agency  on  these  problems.  Therefore,  we  urge  your  commitment  to  increase  the 
funding  available  at  AHCPR. 

This  concludes  my  statement,  Mr.  Chairman.  I  would  be  pleased  to  respond  to  any 
questions. 

STATEMENT  OF  STEVEN  M.  MIRIN,  M.D.,  GENERAL  DIRECTOR,  McLEAN 
HOSPITAL 

Senator  KoHL.  Dr.  Mirin. 

Dr.  MiRiN.  Mr.  Chairman,  I  am  Dr.  Steven  Mirin,  general  direc- 
tor and  psychiatrist  in  chief  of  McLean  Hospital  in  Belmont,  MA. 
McLean  is  one  of  the  oldest  and  largest  private  psychiatric  hos- 
pitals in  the  world.  We  are  a  major  teaching  hospital  of  the  Har- 
vard Medical  School  and  are  affiliated  with  the  Massachusetts 
General  Hospital. 

Each  year,  we  treat  thousands  of  patients,  train  over  300  mental 
health  care  professionals,  and  maintain  the  largest  program  of  neu- 
roscience  research  in  any  private  psychiatric  hospital  in  the  world. 
Our  research  projects  range  from  basic  studies  of  brain  chemistry 
to  clinical  research  involving  the  participation  of  patients  with 
major  psychiatric  disorders. 

As  the  subcommittee  establishes  its  research  funding  priorities 
for  the  coming  year,  I  would  like  to  encourage  your  support  for 
some  specific  research  initiatives  that  will  reduce  national  health 
care  costs,  while  also  reducing  the  very  substantial  human  costs 
both  for  those  who  suffer  from  mental  disorders  and  their  loved 
ones. 
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Over  the  past  two  decades,  the  development  of  sophisticated 
brain  imaging  techniques  and  advanced  computing  technology  now 
allows  us  to  study  the  structure  of  the  human  brain  in  its  moment- 
to-moment  activity  in  living  patients  during  both  periods  of  illness 
and  when  they  are  well.  These  important  research  tools  are  now 
essential  for  the  future  study  and  treatment  of  the  enormous  num- 
ber of  patients  with  schizophrenia,  Alzheimer's  disease,  and  other 
mental  disorders. 

Your  support  for  the  development  of  new  technologies  and  the 
continued  upgrading  of  the  Nation's  research  facilities  are  essential 
to  the  mission  of  the  National  Institutes  of  Mental  Health  and 
other  Federal  agencies  that  fund  extramural  research. 

In  fiscal  year  1994,  Congress  budgeted  $7  million  for  the  facili- 
ties support  programs  of  the  National  Center  for  Research  Re- 
sources. I  hope  that  in  the  coming  budget  cycle  you  can  maintain 
or  even  increase  that  funding. 

At  McLean,  we  are  involved  in  a  number  of  areas  of  basic  and 
clinical  research  that  affect  millions  of  people — people  with  Alz- 
heimer's disease,  alcohol  and  drug  abuse  problems — particularly 
women — and  the  growing  epidemic  of  violence  directed  toward  chil- 
dren. The  fastest  growing  segment  of  our  population  are  individ- 
uals over  the  age  of  80,  of  whom  25  percent  will  eventually  be  af- 
flicted with  Alzheimer's  disease  or  some  form  of  dementing  illness. 
The  enormous  social  and  human  cost  of  this  disorder  is  increasing 
dramatically. 

The  NIH  estimates  that  in  fiscal  year  1994,  $288  million  will  be 
spent  to  support  Alzheimer's  research,  which  is  actually  less  than 
that  provided  in  fiscal  year  1993.  I  ask  you  to  consider  an  increase 
in  funding  for  the  coming  fiscal  year  to  support  the  National  Insti- 
tute on  Aging  and  NIMH  in  this  area,  to  help  us  identify  the  ab- 
normal gene  or  genes  that  put  individuals  at  risk  for  Alzheimer's, 
and  develop  ways  of  altering  these  genes  early  in  life,  thus  prevent- 
ing this  tragic  illness. 

Another  important  research  priority  is  into  the  causes  and  pre- 
vention of  substance  abuse  and  AIDS,  particularly  in  women.  AIDS 
is  now  the  sixth  leading  cause  of  death  among  American  women 
ages  25  to  44.  While  the  establishment  of  a  new  medications  devel- 
opment program  at  the  National  Institute  on  Drug  Abuse  is  an  im- 
portant step  in  combating  that  problem,  we  need  to  ensure  that  all 
promising  new  medications  are  tested  and  evaluated  in  women  as 
well  as  in  men. 

We  also  need  to  develop  a  national  strategy  to  prevent  the  more 
than  one-half  million  births  of  drug-exposed  infants  that  occur  each 
year,  with  particular  emphasis  on  the  development  of  safe  and  ef- 
fective treatments  for  pregnant  women. 

Finally,  data  from  recent  surveys  make  it  clear  that  sexual  abuse 
of  children  is  widespread  and  occurs  through  all  levels  of  our  soci- 
ety. As  a  result,  psychiatric  disorders  resulting  from  childhood 
trauma  are  far  more  prevalent  than  emotional  disorders  resulting 
from  combat,  battering,  rape,  crime,  and  natural  disasters.  More 
than  50  percent  of  all  the  children  seen  at  McLean  Hospital  have 
been  victims  of  sexual  abuse.  They  are  very  disabled,  and  many 
will  require  long-term  expensive  care. 


388 

PREPARED  STATEMENT 

We  also  know  that  the  children  of  patients  who  have  been  them- 
selves abused  are  at  high  risk  for  abusing  others,  thus  perpetuat- 
ing an  intergenerational  pattern  of  abuse.  Currently,  the  NIMH 
provides  about  $45  million  for  projects  related  to  violence  and  vic- 
timization— about  75  percent  of  all  NIH  projects  in  this  area.  I 
would  respectfully  request  the  subcommittee  consider  an  increase 
in  NIMH-sponsored  research  in  this  area  in  the  range  of  $75  mil- 
lion in  fiscal  year  1995. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  here 
today. 

Senator  Kohl.  Thank  you,  Dr.  Mirin. 

[The  statement  follows:] 

Statement  of  Steven  M.  Mirin,  M.D. 

Mr.  Chairman,  and  Members  of  the  Committee,  I  am  Dr.  Steven  Mirin,  General 
Director  and  Psychiatrist  in  Chief  of  McLean  Hospital  in  Belmont,  Massachusetts. 
Founded  in  1811,  McLean  is  one  of  the  oldest  and  the  largest  private  psychiatric 
institutions  in  the  U.S.  We  are  a  major  teaching  hospital  of  the  Harvard  Medical 
School  and  an  affiliate  of  the  Massachusetts  General  Hospital. 

Each  year,  thousands  of  patients  are  treated  in  McLean's  extensive  system  of  in- 
patient, community  residential  and  ambulatory  services.  We  are  also  responsible  for 
providing  training  for  over  300  mental  health  care  professionals  each  year  and  we 
maintain  the  largest  program  of  neuroscience  research  in  any  private  psychiatric 
hospital  in  the  world,  with  almost  300  funded  investigators  and  their  staffs,  working 
on  close  to  400  separate  research  projects.  The  projects  themselves  range  from  basic 
studies  of  the  brain  chemistry  and  physiology,  to  clinical  research  involving  the  ac- 
tive participation  of  a  wide  variety  of  patients  with  major  psychiatric  disorders.  Of 
the  $16.5  million  received  last  year  in  external  support  for  research,  72  percent 
came  from  competitively  won  Federal  grants,  while  the  remainder  came  from  foun- 
dations, industrial  contracts  and  private  donors. 

As  the  Federal  government  establishes  its  priorities  for  research  funding  in  the 
coming  year,  it  is  important  that  you  be  apprised  of  the  need  to  fund  specific  re- 
search initiatives  that  I  believe  will,  in  the  near  term,  reduce  our  national  health 
care  costs,  while  also  reducing  the  very  substantial  hirnian  cost  both  for  those  who 
suffer  from  mental  disorders  and  their  loved  ones. 

I.  BUILDING  A  RESEARCH  INFRASTRUCTURE 

A.  Brain  Imaging. — ^The  last  two  decades  have  witnessed  enormous  advances  in 
our  understanding,  of  how  the  human  brain  functions  in  both  health  and  disease, 
and  with  that  understanding,  new  hope  for  the  treatment  of  the  mentally  ill.  Just 
as  importantly,  new  discoveries  in  the  neurosciences  carry  with  them  the  promise 
that  some  day  we  may  be  able  to  prevent  these  devastating  disorders.  Sophisticated 
new  brain  imaging  techniques  now  allow  us  to  study  not  only  the  structure  of  the 
brain,  but  also  its  chemical  composition  and  moment-to-moment  activity  in  living 
patients  without  the  use  of  potentially  dangerous  radiation.  Sequential  imaging 
studies  enable  us  to  monitor  changes  in  brain  function  in  individuals  during  periods 
of  illness  and  recovery,  and  to  safely  study  the  parents  and  children  of  the  mentally 
ill,  many  of  whom  carry  a  genetically  transmitted  risk  for  developing  similar  dis- 
orders. Additionally,  echoplanar,  or  fast  imaging,  a  technology  now  in  place  at 
McLean,  enables  us  to  obtain  such  data  in  seconds,  rather  than  hours.  Federal  sup- 
port for  continued  research  and  development  of  this  important  research,  and  clinical 
tools  are  essential  for  the  future  study  and  treatment  of  patients  with  schizophre- 
nia, Alzheimer's  disease,  and  other  mental  disorders. 

B.  Computing  Technology. — Exploration  of  the  human  brain  at  the  molecular  level 
produces  vast  amounts  of  data  which  no  human  mind  can  manipulate,  or  under- 
stand, without  advanced  computing  technology.  Indeed,  modern  computers  and  soft- 
ware are  essential  tools  in  modem  biomedical  research.  Computing  technology  also 
enhances  our  ability  to  carry  out  studies  in  basic  pharmacology,  epidemiology  and 
badly  needed  health  services  research.  Computer  networks  for  the  snaring  of  clinical 
and  research  data  on  a  regional  or  national  basis  are  also  essential  to  maximize  the 
return  on  investment  of  the  National  Institute  of  Mental  Health,  the  National  Insti- 
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tute  on  Drug  Abuse  and  the  National  Institute  of  Alcohol  Abuse  and  Alcoholism, 
and  other  Federal  agencies  that  fund  psychiatric  research. 

II.  RESEARCH  IN  ALZHEIMER'S  DISEASE  / 

The  fastest  growing  segment  of  our  nation's  population  are  individuals  over  the 
age  of  80.  Current  data  from  epidemiologic  studies  suggest  that  25  percent  of  people 
in  this  age  group  will  be  afflicted  with  Alzheimer's  disease,  or  some  form  of  dement- 
ing illness,  m  their  lifetime.  Thus,  the  enormous  human  and  social  costs  of  this  dis- 
order, and  the  cost  of  caring  for  these  patients,  is  bound  to  increase  dramatically 
over  the  next  decade. 

Researchers  at  McLean,  and  at  other  centers  across  the  country,  have  been  work- 
ing diligently  to  understand  the  fundamental  causes  of  Alzheimer's  disease.  Re- 
search findings  thus  far  suggest  that  the  degeneration  of  nerve  cells  in  the  brains 
of  Alzheimer's  patients  is  associated  with  the  accumulation  of  a  protein  called  beta 
amyloid.   Investigators  at  McLean  are  attempting  to  identify  the  enzymes  that 

Sroduce  this  protein  and  are  designing  drugs  to  interfere  with  this  process — thereby 
alting  the  progression  of  Alzheimer's  disease. 

Other  important  research  priorities  include  development  of  specific  laboratory 
measures  that  will  enable  us  to  detect  Alzheimer's  at  its  earliest  stages  and  the  de- 
velopment of  techniques  to  identify  the  abnormal  gene  or  genes  that  put  certain  in- 
dividuals at  risk  for  Alzheimer's  disease  and  the  use  of  molecular  genetic  and 
pharmacologic  methods  to  alter  these  genes  early  enough  to  prevent  this  tragic  ill- 
ness. 

Ul.  DRUG  ABUSE  TREATMENT  AND  AIDS  PREVENTION  IN  WOMEN 

The  Center  for  Disease  Control  and  Prevention  (CDCP)  estimates  that  the  preva- 
lence of  AIDS  is  increasing  among  women  at  a  rate  four-times  faster  than  it  is  in 
men.  We  also  know  that  intravenous  drug  abuse,  and  the  sharing  of  HIV  contami- 
nated needles,  now  accounts  for  over  30  percent  of  new  AIDS  cases  overall,  and 
more  than  50  percent  of  all  new  AIDS  cases  in  women.  Indeed,  AIDS  is  now  the 
sixth  leading  cause  of  death  among  American  women  ages  25-44.  Addressing  the 
rising  prevalence  of  substance  abuse  and  AIDS  among  women  should  be  a  national 
priority. 

Recent  congressional  recognition  of  the  importance  of  developing  improved 
pharmacotherapies  for  drug  abuse,  summarized  in  a  staff  report,  "Pharmacotherapy: 
A  Strategy  for  the  90's,"  resulted  in  the  establishment  of  the  new  Medications  De- 
velopment Program  at  the  National  Institute  on  Drug  Abuse  (NIDA).  Furthermore, 
the  Food  and  Drug  Administration  recently  announced  its  intent  to  ensure  that 
promising  new  medications  are  evaluated  in  women  as  well  as  men,  since  the  effi- 
cacy of  these  drugs  is  clearly  influenced  by  gender-specific  (e.g.  hormonal)  factors. 

We  also  need  to  develop  a  national  strategy  to  prevent  the  more  than  half  million 
births  of  drug-exposed  infants  that  occur  each  year.  Steps  like  criminal  prosecution, 
or  denial  of  custody  for  drug  dependent  mothers  only  deter  such  individuals  from 
seeking  treatment.  Investigators  at  McLean  are  working  with  a  number  of  medica- 
tions whose  safety  and  efficacy  in  pregnant,  drug-dependent  women  needs  to  be 
evaluated.  For  example,  we  already  have  demonstrated  that  the  drug  buprenorphine 
is  an  effective  treatment  for  cocaine  and  opiate  abuse  in  men,  and  that  both  intra- 
venous drug  use  and  associated  needle  sharing  in  these  men  is  dramatically  reduced 
during  buprenorphine  treatment.  These  clinical  trials  should  now  be  extended  to  in- 
clude women  who,  at  least  in  the  Boston  area,  constitute  20  percent  of  all  persons 
being  treated  for  drug  dependence. 

rV.  PREVENTION  OF  VIOLENCE  TOWARD  CHILDREN 

Surveys  of  the  general  population  reveal  that  more  than  one-quarter  of  adult 
women  have  expenenced  some  kind  of  unwanted  sexual  contact  in  childhood.  These 
findings  make  it  clear  that  the  sexual  abuse  of  children  is  widespread,  and  that  it 
occurs  throughout  all  socioeconomic  levels  of  our  society.  In  fact,  post-traumatic  syn- 
dromes resulting  from  childhood  trauma  are  much  more  prevalent  than  the  emo- 
tional disorders  that  result  from  traumatic  experiences  in  adulthood  such  as  combat, 
battering,  rape,  crime,  and  natural  disasters. 

In  light  of  these  trends,  it  is  not  surprising  that  a  history  of  child  maltreatment, 
usually  in  the  form  of  physical,  sexual  or  emotional  abuse,  or  neglect,  is  an  ex- 
tremely common  finding  in  both  children  and  adults  who  eventually  need  psy- 
chiatric treatment.  More  than  50  percent  of  all  children  and  30  percent  of  all  adults 
admitted  to  McLean  Hospital  have  been  victims  of  sexual  abuse.  Research  carried 
out  at  McLean  also  suggests  that  child  sexual  abuse  is  particularly  damaging  when 
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it  occurs  within  the  family,  begins  at  a  very  young  age,  and  is  chronic  and  severe. 
Unfortunately,  this  kind  of  abuse  is  more  the  rule  than  the  exception,  in  trauma- 
tized individuals  needing  psychiatric  care.  Moreover,  sexually  abused  patients  are 
often  quite  disabled  and  many  require  multiple  hospitalizations.  Finally,  we  also 
know  that  children  of  these  patients  are  also  at  high  risk  for  being  abused  them- 
selves, thus  perpetuating  intergenerational  patterns  of  abuse. 

In  order  to  address  this  epidemic  of  violence  and  abuse,  more  steps  need  to  be 
taken  to  identify  families  at  risk  and  to  intervene  before  the  abuse  starts.  Increased 
Federal  resources  are  needed  so  we  can  learn  how  to  identify  potential  victims  and 
perpetrators.  We  need  to  test  the  clinical  efficacy  of  community  outreach,  early 
intervention,  parental  support  groups  and  other  programs.  This  kind  of  research  is 
best  conducted  in  clinical  centers  where  there  is  a  commitment  to  incorporating  re- 
search findings  into  the  day-to-day  care  of  patients. 

V.  SPECIFIC  RECOMMENDATIONS 

We  applaud  steps  Congress  took  as  part  of  the  fiscal  year  1994  budget  cycle  to 
fund  $7  million  in  infrastructure  programs  at  the  National  Center  for  Research  Re- 
sources. We  ask  that  increased  funding  be  provided  for  NCRR  and  other  NIH  insti- 
tutes to  support  development  of  emerging  research  tools  like  brain  imaging  and  ad- 
vanced computing  technolo^es. 

The  NIH  estimates  that  in  fiscal  year  1994,  $288  million  will  be  spent  to  support 
Alzheimer's  research  which  is  less  than  that  provided  in  fiscal  year  1993;  we  ask 
you  to  consider  an  increase  in  funding  to  $317  million  to  support  Alzheimer's  re- 
search. We  ask  you  to  consider  increased  funding  for  research  on  the  problem  of 
substance  abuse  in  women  with  particular  emphasis  on  the  development  of  safe  and 
effective  treatments  for  pregnant  addicts.  Currently,  NIMH  provides  about  $45  mil- 
lion for  projects  related  to  violence  and  victimization,  representing  about  75  percent 
of  all  NIH-sponsored  projects  in  this  area.  However,  past  limitations  on  research 
support  have  resulted  in  NIMH  fiinding  only  eight  percent  of  all  appUcations  re- 
ceived for  projects  related  to  violence  and  victimization.  We  ask  the  subcommittee 
to  support  an  increase  in  NIMH-sponsored  research  in  this  area  to  $75  milUon. 

Mr.  Chairman,  and  other  Members  of  the  Committee,  this  concludes  my  remarks. 
I  would  be  pleased  to  respond  to  any  questions  you  may  have.  Thank  you. 

STATEMENT  OF  ANTHONY  J.  ADAMS,  O.D.,  PHJ>.,  AMERICAN  OPTO- 
METRIC  ASSOCIATION 

Senator  KOHL.  Dr.  Adams. 

Dr.  Adams.  Thank  you,  Senator  Kohl. 

I  am  Dr.  Tony  Adams,  dean  of  the  School  of  Optometry  at  the 
University  of  California-Berkeley,  and  past  chair  of  both  the  Na- 
tional Academy  of  Sciences  Committee  on  Vision  and  the  American 
Academy  of  Optometry's  Research  Committee.  I  am  here  today  rep- 
resenting over  30,000  optometrists  of  the  American  Optometric  As- 
sociation, and  speaking  in  support  of  the  $412  million  citizen's 
budget  proposal  for  the  Nationsd  Eye  Institute. 

Advances  in  eye  care  have  involved  individual  doctors  of  optom- 
etry and  optometric  institutions  in  eye  and  vision  care.  And  we  are 
now  closer  than  ever  before  to  achieving  our  health  research  and 
eye  research  goals.  The  two  most  at-risk  populations  are  our  chil- 
dren and  the  elderly.  And  sight-reducing  disorders  in  these  popu- 
lations have  profound  effects  on  the  education  of  our  children  and 
the  independence,  quality  of  life,  and  dignity  of  our  aging  popu- 
lation. 

For  each  group,  the  promise  of  eye  and  vision  research  leading 
to  prevention,  early  diagnosis  and  treatment,  and  preservation  and 
rehabilitation  of  sight  is  exciting.  The  potential  cost  savings  and 
the  increased  productivity  for  society  is  impressive. 

For  example,  by  first  grade,  less  than  1  percent  of  our  children 
are  myopic,  or  nearsighted.  Yet,  by  age  14,  at  least  15  percent  re- 
quire correction  just  to  see  the  board.  One  in  every  four  Americans 
needs  glasses  or  contact  lenses  to  correct  the  vision  loss  due  to  my- 
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opia  alone.  And  most  develop  this  problem  as  children,  during  the 
important  years  of  their  education.  Other,  more  subtle,  vision  dis- 
orders are  believed  to  have  a  direct  effect  on  reading  ability. 

Health  research  is  a  superb  investment,  and  can  lead  to  preven- 
tion of  these  eye  disorders.  And  research  sponsored  by  the  National 
Eye  Institute  has  provided  a  strong  direction  for  further  research 
by  identifying  many  of  the  risk  factors  for  the  development  of  vis- 
ual disorders  in  our  children. 

Our  elderly  population  is  growing,  and  our  society  as  a  whole  is 
extending  its  productive  years.  Yet,  four  major  sight-reducing  dis- 
eases severely  limit  the  independence,  productivity  and  quality  of 
life  as  we  age.  Vision  is  so  much  a  part  of  our  independence. 

Here,  again.  Senator,  the  opportunities  for  preserving  sight,  de- 
laying vision  loss,  and  treating  eye  disease  through  our  research  ef- 
forts are  impressive  and  even  greater  than  ever  before.  For  the 
overwhelming  majority  of  blindness  associated  with  aging,  retinal 
changes  are  responsible. 

Collectively,  diabetic  retinopathy  and  age-related  maculopathy 
account  for  the  lion's  share  of  blindness  in  the  elderly.  And  the  re- 
search opportunities  to  reduce  the  impact  of  these  diseases  is  now 
enormous,  particularly  applying  molecular  and  cell  biology  and  ge- 
netics. 

Research  can  be  expected  to  bring  similar  advances  and  new 
methods  of  prevention,  delay  in  vision  loss,  and  treatment  of  cata- 
ract and  glaucoma.  A  10-year  delay,  for  example,  in  the  need  for 
cataract  surgery  can  be  expected  to  save  $2.5  billion  annually. 

PREPARED  STATEMENT 

About  100,000  of  the  new  cases  of  blindness  each  year  are  cur- 
able or  preventable  through  timely  detection  and  treatment,  lead- 
ing to  an  estimated  annual  savings  to  the  Federal  budget  of  $1  bil- 
lion. 

Senator  Kohl,  the  AOA,  the  American  Optometric  Association, 
urges  your  colleagues  to  support  the  budget  to  NEI  as  proposed  in 
the  citizen's  budget  proposal.  I  thank  you  for  the  opportunity  to 
testify  in  its  support. 

[The  statement  follows:] 

Statement  of  Dr.  Anthony  Adams 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  Dr.  Anthony  Adams  and  I 
am  Dean  of  the  University  of  California-Berkeley  School  of  Optometry  and  imme- 
diate past  chair  of  the  National  Academy  of  Sciences  National  Research  Council 
Committee  on  Vision  and  the  American  Academy  of  Optometry's  Research  Commit- 
tee. I  am  here  representing  over  30,000  doctors  of  optometry  of  the  American  Opto- 
metric Association.  It  is  my  privilege  to  speak  in  support  of  the  Citizen's  Budget 
Proposal  for  the  National  Eye  Institute  for  fiscal  year  1995. 

Advances  in  the  field  of  eye  care  have  involved  individual  doctors  of  optometry 
and  optometric  institutions  in  various  research  efforts.  We  have  worked  to  develop 
more  effective  methods  of  examination,  diagnosis  and  treatment  of  conditions  of  the 
vision  system  in  many  different  areas.  Areas  of  research  in  which  optometrists  are 
contributing  include  (but  are  not  limited  to):  cornea,  retina,  infant  vision,  low  vision 
and  rehabilitation,  myopia,  strabismus,  amblyopia,  contact  lenses,  and  vision 
changes  in  diabetes. 

The  American  Optometric  Association  supports  the  goal  of  NEI  conducting  re- 
search for  new  treatment  and  cures  for  eye  diseases,  visual  disorders,  and  the  pres- 
ervation of  sight.  Since  NEI  was  founded  in  1968,  optometrists  have  been  active 
participants  in  projects  managed  by  the  Institute,  the  results  of  which  have  im- 
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proved  the  quality  of  life  for  American  citizens.  We  applaud  the  research  achieve- 
ments of  NEI  over  the  past  25  years  and  strongly  endorse  approval  of  $412,790,000 
for  the  1995  NEI  budget  as  recommended  by  the  National  Advisory  Eye  Council 
(NAEC).  The  Alliance  for  Eye  and  Vision  Research,  of  which  the  American  Optomet- 
ric  Association  is  a  member,  also  supports  the  budget  referred  to  as  the  Citizen's 
Budget,  which  is  recommended  by  NAEC. 

Vision  and  eye  health  problems  are  the  second  most  prevalent,  chronic,  health 
care  problems  in  the  U.S.  population,  affecting  more  than  120  mUlion  people.  Visual 
disorders  reduce  the  educability  of  the  child,  hasten  the  loss  of  independence  in  the 
elderly  and  contribute  to  the  social  isolation  of  the  individual.  Visual  disorders  and 
disabilities  impose  an  estimated  $22.3  billion  in  direct  costs  and  an  additional  $16.1 
billion  in  indirect  costs  on  our  society  each  year.  Finding  a  cure  for  vision  disorders 
and  eye  diseases  is  essential  to  preserve  performance  and  prevent  damage  and  con- 
sequent handicaps.  The  two  age  groups  at  highest  risk  for  vision  problems  are  chil- 
dren and  the  elderly. 

Fear  of  blindness  is  second  only  to  fear  of  cancer  among  our  nation's  elderly.  The 
elderly  are  at  risk  because  of  physiological  changes  which  come  with  age.  Vision  and 
eye  health  problems  increase  significantly  in  frequency  and  severity  with  age  and 
are  more  prevalent  in  those  over  60.  Vision  problems  among  the  elderly  are  often 
a  key  reason  for  the  abandonment  of  independent  living  and  frequently  require  re- 
habilitative services.  Adequate  rehabilitation  can  reduce  the  costs  to  individuals  and 
society  for  lost  wages  and  welfare  payments  due  to  early  and/or  medical  retirements 
associated  with  eye  diseases,  as  well  as  the  psychological  and  social  impact  on  the 
partially  sighted,  their  families,  and  society.  While  NEI  research  projects  have  made 
great  strides  in  preventing  visual  losses  caused  by  certain  eye  diseases,  more  em- 
phasis should  be  placed  in  visual  rehabilitation  of  remaining  eye  sight.  Optometric 
research  supported  by  NEI  has  made  advances  in  developing  effective  optical  aids 
to  maximize  remaining  vision;  however,  there  is  much  research  that  still  needs  to 
be  done.  Future  research  is  needed  to  design  more  efficient  low  vision  aids  and  to 
assess  quality  of  life  issues. 

Eye  diseases  such  as  age-related  macular  degeneration,  glaucoma,  diabetic  eye 
disease  and  cataracts  can  cause  serious  personal  loss  and  significant  societal  costs. 
These  diseases  will  have  an  increasing  impact  in  the  future  as  the  number  of  older 
people  in  the  population  increases.  The  NEI  has  conducted  and  supported  research 
which  has  resulted  in  the  early  diagnosis  and  prompt  treatment  of  eye  diseases.  A 
recent  study  by  the  Georgetown  University  Medical  Center  has  concluded  that  about 
100,000  of  the  new  cases  of  blindness  each  year  are  curable  or  preventable  through 
timely  detection  and  treatment,  leading  to  an  estimated  annual  savings  to  the  fed- 
eral budget  of  over  $1  billion. 

Although  NEI  supported  research  demonstrated  that  laser  treatment  could  pre- 
vent blindness  in  95  percent  of  patients  with  diabetic  retinopathy,  a  recent  survey 
showed  that  only  about  50  percent  of  diabetes  patients  are  receiving  annual  dilated 
eye  exams.  Optometry  fully  supports  the  current  NEI  National  Eye  Health  Edu- 
cation Program  (NEHEP)  in  an  effort  to  educate  those  at  high  risk  for  glaucoma  and 
diabetic  eye  disease.  As  a  NEHEP  partner  we  are  pleased  to  be  a  part  of  this  edu- 
cation program  to  raise  the  public's  awareness  of  the  importance  of  early  detection 
in  preventing  loss  of  sight  from  eye  diseases.  We  support  the  continuation  of  the 
funding  by  Congress  of  this  public  educational  program. 

The  American  Optometric  Association  recognizes  the  importance  of  research  in 
eye  diseases  which  have  a  greater  prevalence  in  the  elderly,  but  also  encourages 
substantial  funding  to  continue  research  progress  in  the  area  of  vision  function,  es- 
pecially in  children. 

Children  are  at  high  risk  because  of  the  impact  of  uncorrected  vision  handicaps 
on  their  educational  and  developmental  progress,  including  visual  and  perceptual 
skills  for  language  and  learning.  Since  most  vision  problems  occur  without  pain, 
they  may  be  completely  unknown  to  parents,  teachers  or  even  the  child.  The  behav- 
ioral changes  caused  by  undetected  vision  problems  in  children  are  often  erro- 
neously attributed  to  other  unrelated  causes,  such  as  attention  deficit  disorder.  Vi- 
sion problems  may  interfere  with  a  chUd's  ability  to  learn.  There  appears  to  be  a 
relatively  high  prevalence  of  binocular  dysfunction  among  children  with  reading  dif- 
ficulties. Although  a  number  of  studies  have  suggested  a  significant  relationship  be- 
tween visual  functioning  and  reading,  a  randomized,  prospective,  multi-center  clini- 
cal trial  is  needed  to  evaluate  treatment  therapies. 

The  NEI  has  funded  a  clinical  trial  planning  grant  for  strabismus  (crossed-eyes) 
treatment  by  vision  therapy  without  surgical  intervention.  The  NEI  budget  should 
permit  funding  of  grants  at  high  level  in  the  areas  of  strabismus,  amblyopia  ("lazjr" 
eyes),  and  refractive  errors.  Since  more  than  50  percent  of  U.S.  citizens  wear  glass- 
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es,  research  in  the  cause  and  prevention  of  refractive  error  and  visual  function 
should  be  a  priority. 

The  value  of  clinical  trials  to  the  public  cannot  be  overestimated.  NEI  has  a  re- 
markable record  of  scientific  breakthroughs  attributed  to  clinical  trial  research  be- 
ginning with  the  Diabetic  Retinopathy  Study  in  the  1970's.  By  identifying  the  appro- 
priate treatment  for  diabetic  retinopathy  which  prevents  the  loss  of  vision,  enough 
public  dollars  are  saved  each  year  to  pay  many  times  over  the  cost  of  treatment  as 
well  as  the  cost  of  conducting  the  trial.  NEI  clinical  trials  involve  many  institutions, 
hundreds  of  health  professionals  and  thousands  of  patients.  A  significant  increase 
in  the  NEI  budget  would  permit  the  funding  of  more  clinical  trials  which  could  lead 
to  a  breakthrough  in  alternative  therapies. 

We  believe  that  the  continued  support  for  basic  research,  particularly  through  the 
ROl  mechanism,  is  crucial  for  the  knowledge  base  of  both  optometry  and  ophthal- 
mology. Any  significant  diversion  of  funds  away  from  ROl  basic  research  ultimately 
threatens  the  growth  of  scientific  knowledge  for  the  clinical  practice  of  eye  care  and 
limits  the  development  of  new  treatments  and  preventive  measures  for  vision  func- 
tion anomalies  and  blinding  eye  diseases.  We  acknowledge  the  emphasis  that  the 
National  Eye  Institute  has  had  in  ROl  grants  in  the  past,  but  this  has  been  seri- 
ously affected  by  the  decreased  ability  to  fund  outstanding  basic  and  clinical  sci- 
entists. Therefore,  we  support  an  increase  in  the  percentage  of  funded  ROl  grants. 

The  American  Optometric  Association  supports  NEI's  research  of  the  eye  com- 
plications from  acquired  immune  deficiency  syndrome  (AIDS).  The  preliminary  re- 
sults from  NEI  researchers  demonstrating  the  effectiveness  of  drug  therapy  against 
CMV  retinitis  in  people  with  AIDS  is  very  encouraging  in  the  fight  against  this  pub- 
lic health  problem.  It  is  important  that  research  dollars  continue  to  support  re- 
search activities  to  prevent,  treat  and  cure  AIDS. 

Those  of  us  in  the  research  community  are  grateful  for  the  commitment  that  Con- 
gress has  demonstrated  over  the  past  25  years  to  the  NEI  and  its  mission.  The  in- 
vestment made  in  eye/vision  research  as  a  result  of  that  commitment  has  paid  great 
dividends  to  the  American  people  through  major  breakthroughs  in  eye  care  and  vi- 
sion. Yet,  there  is  still  mucn  more  to  be  done  to  preserve  and  enhance  the  precious 
gift  of  sight. 

To  build  on  NEI's  successes  and  meet  the  many  challenges  still  ahead,  I  respect- 
fully urge  you  to  support  the  Citizens  Budget  Proposal  of  $412,790,000  for  this  im- 
portant Institute.  Thank  you  again  for  the  opportunity  to  present  this  testimony. 

Senator  KOHL.  Well,  we  thank  you,  Dr.  Adams  and  Dr.  Lauf  and 
Dr.  Mirin.  I  know  you  have  made  an  effort  to  come  here  today.  And 
what  you  have  said  will  be  taken  into  full  consideration,  and  it  will 
have  an  important  part  in  our  deliberation.  So,  we  appreciate  the 
effort  that  you  have  made. 

Thank  you  very  much. 

SUBCOMMITTEE  RECESS 

The  subcommittee  will  now  stand  in  recess  until  1  p.m.  this 
afternoon  to  hear  from  additional  public  witnesses  here  in  SD-192. 

[Whereupon,  at  11:32  a.m.,  Thursday,  March  3,  the  subcommit- 
tee was  recessed,  to  reconvene  at  1  p.m.,  the  same  day.] 


(Afternoon  Session,  1  p.m.,  Thursday,  March  3,  1994) 

The  subcommittee  met  at  1  p.m.,  Hon.  Patty  Murray  presiding. 
Present:  Senators  Murray,  Stevens,  and  Gorton. 

NONDEPARTMENTAL  WITNESSES 

OPENING  REMARKS  OF  SENATOR  MURRAY 

Senator  Murray.  Good  afternoon.  Welcome  to  the  Senate  Com- 
mittee on  Appropriations'  public  witness  series  for  the  Subcommit- 
tee on  Labor,  Health  and  Human  Services,  and  Education,  and  Re- 
lated Agencies.  This  is  the  fourth  day  on  hearings  on  the  fiscal 
1995  budget  for  this  subcommittee. 

In  order  to  keep  on  schedule,  we  will  use  a  red  light-green  light 
system  which  will  give  each  witness  3  minutes  to  summarize  the 
key  points  of  their  statement.  The  yellow  warning  light  will  go  on 
when  you  have  1  minute  remaining.  When  the  red  light  goes  on, 
I  ask  that  the  witnesses  complete  their  statement.  This  system  will 
ensure  that  everyone  gets  a  fair  and  equal  chance  to  address  the 
subcommittee. 

Today,  we  will  hear  witnesses  on  a  number  of  programs  that  are 
funded  by  the  subcommittee.  In  the  past,  I  have  worked  closely 
with  many  of  you,  such  as  Recording  for  the  Blind,  the  American 
Association  of  Community  Colleges,  the  National  Senior  Volunteer 
Corps,  and  the  National  Pediatric  HIV  Center. 

I  very  much  look  forward  to  hearing  all  of  your  comments,  as 
well  as  those  from  our  other  distinguished  panelists.  Before  begin- 
ning today's  hearing,  let  me  briefly  discuss  the  serious  and  severe 
budgetary  problems  that  are  facing  this  subcommittee.  The  rec- 
onciliation bill  passed  last  year  essentially  freezes  discretionary 
outlays  over  the  next  5  years. 
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Discretionary  Outlays 
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Current  Dollar  Prices  for  Natural  Gas  and 
a  Composite  of  Gas,  Electric  and  Fuel  Oil 
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LABOR  -  HHS  -  EDUCATION 
INCREASES  OVER  FY  1994 

Total  Increases  versus  Investment  Increases 
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Senator  Murray.  As  you  can  see  on  the  blue  chart  to  my  left,  fis- 
cal 1995  outlays — $541.3  billion — are  actually  less  than  total  out- 
lays for  fiscal  year  1993,  at  $547.5  billion.  That  means  that  as  far 
as  discretionary  spending  is  concerned,  we  are  in  a  zero  sum  situa- 
tion. 

The  mathematics  are  simple.  For  every  program  dollar  we  add, 
we  have  to  subtract  from  somewhere  else,  and  we  are  not  even 
talking  about  inflationary  growth.  Our  subcommittee  in  particular 
faces  a  serious  outlay  crisis  for  next  year.  The  budget  includes  just 
$730  million  for  the  low-income  home  energy  assistance  program, 
or  LIHEAP,  a  $707  million  decrease  from  the  fiscal  1994  level. 

Because  LIHEAP  is  a  program  with  a  high  spend-out  rate,  re- 
storing that  program  to  fiscal  1994  levels  would  require  us  to  find 
$650  million  in  outlay  savings.  Further,  squeezing  outlays  is  an  ad- 
ministrative proposal  to  delay  approximately  $300  million  in  obli- 
gations in  the  Department  of  Health  and  Human  Services  budget. 
In  addition,  the  budget  proposes  a  pause  in  indirect  cost  payments 
to  universities  and  other  research  institutions  at  fiscal  1994  levels, 
accounting  for  outlay  savings  totaling  $60  million  to  $80  million. 

Combined,  these  three  proposals  create  a  $1  billion  outlay  prob- 
lem for  this  subcommittee,  so  if  we  fail  to  get  the  necessary  alloca- 
tion, we  will  be  forced  to  make  some  very  tough  choices.  I  hope  the 
testimony  that  will  be  presented  to  this  subcommittee  today  and 
over  the  next  few  weeks  will  help  us  in  making  some  of  those  tough 
decisions. 


400 

STATEMENT  OF  DONALD  W.  DEW,  NATIONAL  COUNCIL  ON  REHABILI- 
TATION EDUCATION 

Senator  MURRAY.  In  the  interests  of  time,  I  will  request  that  sev- 
eral witnesses  come  to  the  table  at  the  same  time.  For  our  first 
panel,  I  would  like  to  call  to  the  table  Donald  Dew,  Charles  Young, 
Barbara  Raimondo,  Joseph  Innes,  and  Robert  Atwell. 

Welcome  to  our  subcommittee.  Dr.  Dew,  we  will  begin  with  you. 

Dr.  Dew.  Thank  you  very  much,  and  good  afternoon.  My  name 
is  Donald  Dew,  and  I  am  professor  of  counseling  at  the  George 
Washington  University  here  in  Washington,  DC,  and  have  the 
honor  of  testifying  on  behalf  of  the  National  Council  on  Rehabilita- 
tion Education. 

The  National  Council  on  Rehabilitation  Education  represents 
over  100  colleges  and  universities  throughout  the  country,  and  is 
an  organization  composed  of  educators,  researchers,  human  re- 
source development  specialists,  and  doctoral  students.  We  are  dedi- 
cated to  quality  education  and  training  for  a  variety  of  rehabilita- 
tion personnel.  The  fundamental  purpose  of  our  work  is  to  prepare 
vocational  rehabilitation  professionals  who  will  be  proficient  in  as- 
sisting individuals  with  disability  to  obtain  meaningful  jobs  that 
are  consistent  with  their  interests,  abilities,  and,  I  might  add,  ca- 
reers. 

It  is  my  pleasure  to  have  the  opportunity  to  testify  before  this 
subcommittee  to  express  the  views  of  NCRE  members  and  to  re- 
quest that  $50  million  be  appropriated  for  fiscal  year  1995  in  order 
to  meet  the  critical  needs  for  knowledgeable,  competent,  and  quali- 
fied rehabilitation  personnel. 

I  have  presented  my  testimony  to  the  committee,  and  I  would 
just  like  to  summarize,  if  I  may,  five  points.  First,  we  know 
through  studies  that  between  the  ages  of  16  and  64  approximately 
two-thirds  of  persons  with  disabilities  are  not  working.  Maybe  more 
importantly,  those  individuals,  the  vast  majority  do  want  to  work. 

NCRE  believes  that  individuals  with  disabilities  have  the  right 
to  receive  vocational  rehabilitation  services  from  qualified  rehabili- 
tation counselors.  We  define  that  as  counselors  who  are  trained 
through  accredited  programs  at  the  master's  level. 

Recent  research  (Szymanski  and  Danek,  Rita  Danek  from  here  at 
the  Galludet  University  in  Washington,  in  research  funded  by  the 
National  Institute  on  Disability  and  Rehabilitation  Research, 
NIDRR)  indicated  that  master's  level  trained  rehabilitation  coun- 
selors performed  better,  had  better  outcomes,  and  assisted  clients 
better  in  the  areas  of  job  placement  and  employment. 

PREPARED  STATEMENT 

We  also,  No.  4,  recognize  the  serious  problem  in  some  of  the 
State  agencies.  There  appears  to  be  approximately  a  16-percent 
turnover  in  the  agencies  throughout  the  country,  so  there  is  a  need, 
a  dire  need  for  well-trained,  competent  rehabilitation  counselors 
and  personnel.  This  does  equal  what  we  believe  is  a  shortage  of 
personnel.  Therefore,  NCRE  does  request  strong  consideration  at 
the  $50  million  appropriations  level. 

Thank  you  very  much. 

Senator  Murray.  Thank  you. 

[The  statement  follows:] 
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Statement  of  Dr.  Donald  W.  Dew 

The  National  Council  on  Rehabilitation  Education  (NCRE)  is  an  organization  com- 
posed of  educators,  researchers,  human  resource  development  specialist,  and  doc- 
toral students  who  are  dedicated  to  quality  education  and  training  for  a  variety  of 
rehabilitation  personnel.  The  fundamental  purpose  of  their  work  is  to  prepare  voca- 
tional rehabilitation  professionals  who  are  proficient  in  assisting  individuals  with 
disabilities  obtain  meaningful  jobs  that  are  consistent  with  their  interests  and  abili- 
ties. 

It  is  my  pleasure  to  have  this  opportunity  to  testify  before  this  subcommittee  to 
express  the  views  of  NCRE  members  and  to  request  that  $50  million  be  appro- 
priated in  fiscal  year  1995  in  order  to  meet  the  critical  need  for  knowledgeable,  com- 
petent and  qualified  rehabilitation  personnel. 

From  its  beginning  in  1918,  the  vocational  rehabilitation  program  in  the  U.S.  has 
been  a  model  example  of  American's  investment  in  itself.  The  wisdom  of  this  invest- 
ment is  verified  by  the  fact  that  the  program  has  not  only  survived  but  has  experi- 
enced continued  growth  for  76  years.  From  its  initial  exclusive  focus  on  veterans, 
to  its  current  priority  on  serving  persons  who  have  the  most  severe  disabilities,  the 
vocational  rehabilitation  program  has  proven  itself  to  be  a  cost-effective  system  that 
prepares  people  with  disabilities  for  work  and  independence  in  the  mainstream  of 
society.  During  the  majority  of  this  history.  Congress  has  shrewdly  augmented  this 
investment  by  actively  supporting  the  training  and  education  of  personnel  to  provide 
quality  vocational  rehabilitation  services.  Members  of  Congress  have  concluded  that 
vocational  rehabilitation  services  can  be  delivered  to  the  43  million  Americans  with 
disabilities  in  the  most  effective  and  efficient  way  by  ensuring  that  the  deliverers 
of  those  services  are  qualified  professionals. 

Approximately  two-thirds  oi  Americans  with  disabilities  between  the  ages  of  16 
and  64  do  not  work  at  all.  Most  of  them  are  able  to  work.  More  importantly,  like 
the  vast  majority  of  Americans,  most  of  them  want  to  work.  According  to  the  recent 
Lou  Harris  poll,  8.2  million  people  with  disabilities  looking  for  work  at  the  time 
would  immediately  trade  all  of  their  disability  benefits  for  a  lull  time  job.  Mr.  Chair- 
man, NCRE  believes  that  these  individuals  deserve  the  opportunity  to  make  that 
kind  of  trade  off".  Congress'  passing  of  the  ADA  was  a  clear  sign  that  it  endorses 
such  a  trade.  It  is  not  only  tne  right  thing  to  do  for  fellow-Americans,  it  is  a  giant 
step  toward  reversing  policies  that  have  resulted  in  our  spending  over  $60  billion 
a  year  on  "dependency  programs"  for  individuals  with  disabilities,  many  of  who  are 
highly  motivated  to  become  working  tax  payers. 

Persons  with  disabilities  have  another  important  right.  Access  to  professional, 
qualified  rehabilitation  counselors  is  a  consumer  right  established  under  the  Reha- 
bilitation Act.  Ensuring  an  adequate  supply  of  qualified  rehabilitation  counselors 
through  sufficient  appropriations  for  rehabilitation  counselor  education  is  a  critical 
consumer  advocacy  issue.  Graduates  of  rehabilitation  training  programs  actively 
seek  out  people  with  disabilities  who  want  to  enter  the  job  market.  They  evaluate, 
counsel,  and  cooperatively  plan  rehabilitation  services  with  their  clients  with  dis- 
abilities who  want  to  be  employed  and  live  more  independently.  Rehabilitation  pro- 
fessionals are  trained  to  make  job  placement  the  primary  goal  of  the  vocational  re- 
habilitation process.  One  of  the  reasons  the  ADA  has  gotten  off"  to  such  a  fast  start 
is  the  fact  that  rehabilitation  professionals  are  specifically  prepared  work  with  em- 
ployers to  reduce  private  sector  emplojmient  barriers  faced  by  job  applicants  who 
have  disabilities.  The  success  that  well-trained  rehabilitation  professionals  have  ex- 
perienced in  placing  persons  with  severe  disabilities  on  competitive  jobs  has  at- 
tracted the  attention  of  professionals  who  work  with  other  clients  (i.e.  older  workers, 
public  offenders,  recovering  substance  abusers)  who  are  at  a  disadvantage  in  the 
current  labor  market.  The  investment  in  training  qualified  rehabilitation  profes- 
sionals is  extending  beyond  rehabilitation  into  other  areas  of  human  services. 

Research  (Szymanski  and  Danek,  1992)  funded  by  the  National  Institute  on  Dis- 
ability and  Rehabilitation  Research  (NIDRR)  substantiated  what  rehabilitation  edu- 
cators knew  intuitively — that  better-trained,  master's  level,  rehabilitation  counselors 
have  higher,  more  cost-efficient  job  placement  for  clients  with  disabilities  than  do 
workers  without  quality  training.  The  1984  Report  to  Congress  by  the  Rehabilita- 
tion Services  Administration  showed  that  every  $1  spent  on  rehabilitation  services 
to  return  an  individual  with  a  disability  to  work  generated  $18  in  work  tax  pay- 
ments to  the  government.  One  can  hardly  help  but  be  impressed  by  an  investment 
that  kind  of  rate  to  return.  In  short,  the  trained  rehabilitation  professional  provides 
better  services  for  the  individual  with  a  disability  at  a  lower  cost  to  the  AJnerican 
taxpayer  who  supports  those  services. 

Congressional  understanding  of  the  importance  of  using  trained  rehabilitation 
professionals  was  reemphasized  in  the  1992  Reauthorization  of  the  Rehabilitation 
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Act  when  it  stipulated  that  states  must  use  "qualified"  rehabilitation  personnel  to 
provide  vocational  rehabilitation  services.  This  important  change  affects  rehabiUta- 
tion  training  programs  as  well  as  the  clients  who  are  served  by  products  of  those 
programs.  Federal  funds  have  augmented  state  and  local  resources  to  support  pre- 
service,  in-service  and  continuing  education  for  rehabilitation  personnel  in  an  array 
of  professional  specializations  that  include  but  are  not  Umited  to:  graduate-level  re- 
habilitation counseling,  job  placement,  vocational  evaluation  and  work  adjustment, 
independent  living  training,  and  undergraduate  rehabilitation  services.  Ultimately, 
graduates  of  these  training  programs  impact  a  wide  range  of  individuals  who  have 
severe  disabling  conditions  such  as  deafness,  blindness,  mental  retardation,  chronic 
mental  illness,  paralysis,  traumatic  brain  injury,  and  many  others. 

A  major  concern  is  the  fact  that  the  annual  average  turnover  of  rehabilitation  pro- 
fessionals in  state  Vocational  Rehabilitation  agencies  is  16  percent.  This  is  further 
complicated  by  the  expectation  that  retirement  rates  among  public  VR  counselors 
over  the  next  five  years  are  expected  to  exceed  50  percent  in  some  cases.  New  per- 
sonnel will  be  needed  in  increasing  numbers  to  replace  many  of  the  retiring  coun- 
selors who  entered  the  VR  workforce  at  the  time  that  training  support  was  initiated 
in  the  1950's. 

An  additional  challenge  in  the  training  of  qualified  rehabilitation  personnel  is  the 
emphasis  that  RSA  and  rehabilitation  education  programs  are  placing  on  attracting 
students  fi"om  traditionally  under-represented  populations.  African  American,  His- 
panic American,  Native  American  and  students  with  disabilities  are  all  being  tar- 
geted for  recruitment  into  the  rehabilitation  professions.  Vocational  rehabilitation 
agencies  are  serving  increasingly  diverse  populations,  and  it  is  critical  that  profes- 
sional counselors  reflect  that  diversity.  Stipend  and  tuition  support  serve  as  extraor- 
dinarily effective  tools  to  enhance  recruitment  of  members  of  these  upper-rep- 
resented groups. 

In  summary  Mr.  Chairman  and  members  of  the  Subcommittee,  the  National 
Council  on  Rehabilitation  Education  appreciates  this  opportunity  to  respectfully  tes- 
tify that  $50  million  will  be  needed  in  fiscal  year  1995  rehabilitation  training  to  ful- 
fill the  ADA  promises  we  made  to  those  Americans  with  disabilities  who  want  to 
be  among  the  employed  of  this  country.  We  are  well  aware  of  the  pressure  that  Con- 
gress is  under  to  reduce  government  costs.  Still  we  are  recommending  an  increase 
in  the  allocation  for  rehabilitation  training.  We  do  this  with  confidence  because  we 
are  convinced  that  an  investment  in  increasing  the  number  of  qualified  vocational 
rehabilitation  professionals  is  our  shortest  cut  to  providing  the  very  highest  quality 
services  in  the  very  most  fiscally  responsible  way  possible.  Rehabilitation  training 
is  an  investment  that  Americans  can  afford  to  make. 

Thank  you  very  much  for  this  opportunity  to  share  our  concerns  and  recommenda- 
tions. 
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STATEMENT  OF  CHARLES  E.  YOUNG,  NATIONAL  COUNCIL  OF  STATE 
AGENCIES  FOR  THE  BLIND,  INC. 

Senator  Murray.  Mr.  Young. 

Mr.  Young.  Thank  you,  Madam  Chairperson.  I  am  Charles 
Young,  director  of  the  Oregon  Commission  for  the  Blind,  and  I  am 
here  on  behalf  of  the  National  Council  of  States  Agencies  for  the 
Blind. 

"What  do  you  do  for  a  living?"  is  a  common  question  upon  intro- 
duction. Can  you  imagine  not  having  a  reply  for  that  inquiry?  For 
employment  is  how  we,  as  adults,  define  ourselves.  Our  occupations 
determine  with  whom  we  associate  and  where  and  how  we  live. 

Our  jobs  are  a  major  source  of  identity,  self-worth,  and  associa- 
tion, yet  a  recent  Harris  poll  found  that  two  out  of  every  three 
American  adults  with  disabilities  were  unemployed.  This  same 
Harris  poll  concluded  that  to  have  a  disability  and  be  unemployed 
is  the  true  meaning  of  being  handicapped  in  our  society. 
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Worse  yet  is  the  needless  institutionalization  of  our  citizens  be- 
cause of  a  lack  of  independent  living  training.  Clearly,  we  have  yet 
to  extend  the  American  dream  of  inclusion  and  full  participation  in 
society  to  many  citizens  with  disabilities.  Without  hope  of  employ- 
ment or  the  training  to  live  independently,  disabled  Americans  are 
denied  the  opportunity  to  contribute  and  to  fully  experience  our 
Nation's  greatness. 

Limited  physical  resources  have  so  restricted  the  Nation's  reha- 
bilitation efforts  that  today  State  vocational  rehabilitation  agencies 
are  able  to  serve  only  1  person  in  20  eligible  individuals  with  dis- 
abilities. The  United  States  annually  spends  in  excess  of  $200  bil- 
lion on  maintaining  citizens  with  disabilities  while  allocating  less 
than  $2.5  billion  for  rehabilitation  into  employment. 

Clearly,  by  allocating  more  funds  for  vocational  rehabilitation 
programs,  we  can  save  hundreds  of  millions  of  dollars  on  mainte- 
nance. Simply  put,  vocational  rehabilitation  is  seen  as  a  $2  billion 
response  to  a  $200  billion  problem.  With  full  implementation  of  the 
1992  amendments  to  the  Rehabilitation  Act,  State  and  Federal 
Government  in  partnership  with  consumers  of  rehabilitation  serv- 
ices can  create  a  climate  in  which  Americans  with  severe  disabil- 
ities accept  the  challenge  of  becoming  participating,  contributing 
members  of  society. 

The  opportunity  for  this  new  direction  begins  with  the  critical 
title  I  employment  provisions  and  extends  to  the  title  VII  independ- 
ent living  provisions  of  the  revised  new  Rehabilitation  Act. 

An  example  of  the  kind  of  empowerment  by  which  I  am  person- 
ally most  familiar  is  this  country's  rehabilitation  efforts  for  older 
Americans  who  have  become  severely  visually  impaired.  Severe  vis- 
ual impairment  is  the  third  most  common  disabling  condition  pre- 
ceded only  by  arthritis  and  heart  ailments  for  aging  Americans. 
They  comprise  the  largest  and  fastest  growing  group  of  newly 
blinded  Americans.  Nationally,  our  older  citizens  who  become  blind 
are  15  times  more  likely  to  be  institutionalized  than  their  sighted 
peers. 

This  is  a  prime  illustration  of  how  we  maintain  those  citizens 
rather  than  rehabilitating  them.  A  one-time  rehabilitation  cost  of 
$340  per  older  citizen  in  Oregon  stands  in  stark  contrast  to  an  an- 
nual cost  of  $30,000  for  nursing  home  care,  but  presently  only  31 
States  are  able  to  obtain  Federal  grants  to  offer  training  in  critical 
life  activities  for  this  group,  such  as  literacy,  cooking,  and  mobility 
training,  survival  skills  required  for  older  Americans  to  maintain 
self-reliance  in  their  homes  and  avoid  needless  dependency  or  cost- 
ly institutionalization. 

In  difficult  financial  times,  our  Nation  can  ill  afford  not  to  for- 
mula fund  grants  for  older  blind  rehabilitation  to  each  State  and 
territory.  After  all,  the  older  blind  citizens  of  a  State  receiving  a 
grant  under  the  current  lottery  system  are  no  more  in  need  of 
these  services  than  our  older  residents  in  States  that  have  not  ob- 
tained a  grant. 

In  behalf  of  the  partners  in  rehabilitation,  we  of  the  Council  of 
State  Agencies  for  the  Blind  want  to  compliment  your  committee 
members  for  your  efforts  to  date,  and  request  you  to  provide  a  Fed- 
eral appropriation  of  not  less  than  $2.5  billion  for  fiscal  year  1995, 
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and  include  not  less  than  $15  million  to  formula  fund  older  blind 
training  in  every  State. 

PREPARED  STATEMENT 

Together,  we  can  change  what  it  means  to  be  an  American  with 
a  disability  and  enable  this  population  to  respond  with  dignity  to 
the  central  question  of  "What  do  you  do  for  a  living?"  We  can  make 
vocational  rehabilitation  the  $2.5  billion  solution  to  a  $200  billion 
problem. 

Thank  you. 

Senator  MURRAY.  Thank  you. 

[The  statement  follows:] 

Statement  of  Charles  E.  Young 

"What  do  you  do  for  a  living?"  is  a  common  question  upon  introduction.  Can  you 
imagine  not  having  a  reply?  Employment  is  how  we  as  adults  define  ourselves.  Our 
occupations  determine  with  whom  we  associate  and  where  and  how  we  live.  Our 
jobs  are  our  major  source  of  identity,  self-worth  and  association.  Yet,  a  recent  Harris 
Poll  indicated  that  two  out  of  every  three  American  adults  with  disabilities  are  un- 
employed; this  same  Harris  Poll  concluded  that  to  have  a  disability  and  be  unable 
to  obtain  employment  is  the  true  meaning  of  being  "handicapped '  in  our  society. 
Worse  yet  is  the  needless  institutionalization  of  our  citizens  because  of  a  lack  of 
Independent  Living  training. 

Clearly,  we  have  yet  to  extend  the  American  dream  of  inclusion  and  full  participa- 
tion in  society  to  many  citizens  with  disabilities.  Without  hope  of  emplojmient  or  the 
training  to  live  independently,  disabled  Americans  are  denied  the  opportunity  to 
contribute  to  and  fully  experience  our  nation's  greatness. 

Limited  fiscal  resources  have  so  restricted  the  nation's  Rehabilitation  efforts  that 
today,  state  vocational  rehabilitation  agencies  are  able  to  serve  only  one  in  20  eligi- 
ble individuals  with  disabilities.  The  U.S.  annually  spends  in  excess  of  $200  billion 
on  maintaining  citizens  with  disabilities,  while  allocating  less  than  $2.5  billion  to 
rehabilitation  for  employment.  Clearly,  by  allocating  more  funds  to  VR  programs, 
we  can  save  hundreds  of  millions  on  maintenance.  Simply  put.  Vocational  Rehabili- 
tation can  be  seen  as  a  $2  billion  response  to  a  $200  billion  problem. 

With  full  implementation  of  the  1992  Amendments  to  the  Rehabilitation  Act, 
championed  by  Senator  Harkin,  state  and  federal  govermnent  in  partnership  with 
consumers  of  rehabilitation  services  can  create  the  climate  in  which  Americans  with 
severe  disabilities  accept  the  challenge  of  becoming  participating,  contributing  mem- 
bers of  society.  The  opportunity  for  this  new  direction  begins  with  the  critical  Title 
I  employment  provisions  and  extends  through  the  Title  VII  Independent  Living  pro- 
visions of  the  revised  new  Rehabilitation  Act. 

The  example  of  this  kind  of  empowerment  with  which  I'm  personally  most  famil- 
iar is  this  country's  rehabilitative  effort  for  older  Americans  who  become  severely 
visually  impaired,  a  cause  championed  by  Senator  Hatfield.  Severe  visual  impair- 
ment is  the  third  most  common  disabling  condition,  preceded  only  by  arthritis  and 
heart  ailments,  for  aging  Americans,  they  comprise  the  largest  and  fastest  growing 
group  of  newly  blinded  Americans.  Nationally,  older  citizens  who  become  blind  are 
15  times  more  likely  to  be  institutionalized  than  are  their  sighted  peers.  This  is  a 
prime  illustration  of  how,  we  "maintain"  those  citizens  rather  than  rehabilitating 
them.  A  one-time  rehabilitation  cost  of  $340  per  older  citizen  in  Oregon  stands  in 
stark  contrast  to  the  annual  cost  of  $30,000  for  nursing  home  care.  But  presently 
only  31  states  are  able  to  obtain  federal  grants  to  offer  training  in  critical  life  activi- 
ties for  this  group,  such  as  literacy,  cooking  and  mobility  training — survival  skills 
required  for  older  blind  Americans  to  remain  self-reliant  in  their  homes  and  avoid 
needless  dependency  or  costly  institutionalization.  In  difficult  financial  times,  our 
nation  can  ill  afford  not  to  formula  fund  grants  for  older  blind  rehabilitation  to  each 
state  and  territory.  After  all,  the  older  blind  citizens  of  a  state  receiN^ng  a  grant 
under  the  current  lottery  system  are  no  more  in  need  of  these  services  than  are 
older  residents  in  states  that  have  not  obtained  a  grant. 

It  is  said  that  what  good  government  does  best  is  invest  in  the  productive  inde- 
pendence of  its  citizenry.  The  Rehabilitation  Act  Amendments  of  1992  place  unprec- 
edented faith  in  the  abilities  of  disabled  Americans  by  investing  in  their  career 
choices  while  also  extending  independent  living  services  to  older  blind  citizens.  Both 
elements  of  the  Act  will  enable  Americans  with  disabilities  to  become  productive. 
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independent  citizens  and  contributors  to  their  communities.  In  essence,  this  is  the 
best  of  what  America  has  to  offer. 

On  behalf  of  your  partners  in  Rehabilitation,  we  of  the  Council  of  State  Agencies 
for  the  Blind  applaud  Chairman  Harkin  and  Senator  Hatfield  and  the  other  Com- 
mittee members  for  your  efforts  to  date,  and  request  you  to  provide  a  federal  appro- 
priation of  no  less  than  $2.5  billion  for  fiscal  year  1995  for  VR  programs,  including 
no  less  than  $15  million  to  formula  fund  Older  Blind  training  in  every  state.  To- 
gether, we  can  change  what  it  means  to  be  an  American  with  a  disability  and  en- 
able this  population  to  respond  with  dignity  to  the  central  question:  "What  do  you 
do  for  a  living?"  We  can  make  Vocational  Rehabilitation  a  $2.5  billion  response  to 
that  $200  billion  problem. 

STATEMENT  OF  BARBARA  RAIMONDO,  THE  COUNCIL  OF  ORGANIZA- 
TIONAL REPRESENTATIVES 

Senator  MURRAY.  Ms.  Raimondo. 

Ms.  Raimondo.  Good  afternoon,  Senator  Murray  and  members  of 
the  subcommittee.  The  Council  of  Organizational  Representatives, 
COR,  would  like  to  thank  you  for  the  opportunity  to  provide  testi- 
mony. 

My  name  is  Barbara  Raimondo,  and  I  am  on  the  board  of  direc- 
tors of  the  American  Society  for  Deaf  Children,  a  COR  member.  I 
am  also  the  mother  of  a  4-year-old  deaf  child,  so  the  issues  we  are 
discussing  today  are  very  important  to  me  and  my  family. 

Because  my  time  is  limited,  I  will  touch  on  only  several  of  the 
points  from  the  written  testimony. 

COR  is  a  coalition  of  16  organizations  of  and  for  people  who  are 
deaf  and  hard-of-hearing.  Our  purpose  is  to  support  one  another  in 
assuring  access  to  education,  employment,  and  social  support  for 
children  and  adults  who  are  deaf  or  hard-of-hearing. 

COR  supports  an  appropriation  of  $2.9  billion  for  IDEA  State 
and  local  programs,  Public  Law  94-142.  About  80  percent  of  stu- 
dents who  are  deaf  or  hard-of-hearing  in  the  United  States  are  edu- 
cated in  mainstream  programs.  Mainstream  education  has  proven 
successful  for  many  deaf  and  hard-of-hearing  students.  The  original 
fiscal  promise  of  Public  Law  94-142  is  determined  by  the  funding 
formula,  which  is  at  40  percent  of  the  national  average  per  pupil 
expenditure.  However,  actual  appropriations  have  never  provided 
more  than  12  percent  of  the  national  average  per  pupil  expendi- 
ture. As  a  result,  the  financial  burden  of  providing  children  who 
are  deaf  or  hard-of-hearing  with  an  appropriate  education  has  fall- 
en on  State  and,  increasingly,  local  governments. 

When  taxpayers  refuse  to  support  education  budgets,  deaf  and 
hard-of-hearing  children  are  among  those  affected  most.  The  Fed- 
eral Government  must  step  in  by  funding  necessary  services. 

COR  supports  an  appropriation  of  $175  million  for  the  education 
of  children  with  disabilities  State-operated  programs,  Public  Law 
89-313.  Public  Law  89-313  is  important  for  maintaining  a  full  con- 
tinuum of  educational  opportunities  for  education  of  children  who 
are  deaf. 

COR  acknowledges  the  critical  importance  of  the  cultural,  lin- 
guistic, and  social  support  of  the  deaf  community  to  the  achieve- 
ment of  deaf  individuals.  This  network  among  deaf  people  is  endan- 
gered by  any  weakening  of  State-operated  and  State-supported 
schools,  which  are  the  very  heart  of  their  community,  the  deaf  com- 
munity. The  State  supported  or  State-operated  school  should  be  an 
option  in  the  continuum  of  educational  experience. 
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PREPARED  STATEMENT 

COR  recommends  a  funding  level  of  $114  million  for  the  Individ- 
uals with  Disabilities  Education  Act,  special  education  personnel 
development.  Deaf  or  hard-of-hearing  students  should  have  full  ac- 
cess to  qualified  special  service  personnel  trained  specifically  to 
work  with  deaf  or  hard-of-hearing  children.  There  are  currently 
critical  shortages  of  this  personnel.  Therefore,  the  IDEA  special 
education  personnel  development  budget  must  be  funded  at  a  level 
of  $114  million. 

Thank  you  for  the  opportunity  to  be  here  today. 

Senator  MURRAY.  Thank  you. 

[The  statement  follows:] 

Statement  of  Barbara  Raimondo 

Good  morning  Mr.  Chairman  and  members  of  the  Subcommittee.  The  Council  of 
Organizational  Representatives  (COR)  would  like  to  thank  you  for  the  opportunity 
to  provide  testimony. 

The  Council  of  Organization  Representatives  (COR)  is  a  coalition  of  sixteen  orga- 
nizations of  and  for  people  who  are  deaf  and  hard-of-hearing.  We  include  the  Alex- 
ander Graham  Bell  Association  for  the  Deaf  (A.G.  Bell),  American  Academy  of  Oto- 
laryngology— Head  and  Neck  Surgery  (AAO-HNS),  American  Deafness  and  Rehabili- 
tation Association  (ADAHA),  American  Society  for  Deaf  Children  (ASDC),  American 
Speech-Language-Hearing  Association  (ASHA),  Auditory-Verbal  International,  Inc. 
(AVI),  The  Caption  Center,  Conference  of  Educational  Administrators  Serving  the 
Deaf  (CEASD),  the  Convention  of  American  Instructors  of  the  Deaf  (CAID),  Deaf- 
ness Research  Foundation  (DRF),  the  National  Association  of  the  Deaf  (NAD),  the 
National  Captioning  Institute  (NCI),  the  National  Cued  Speech  Association  (NCSA), 
The  New  York  League  for  the  Hard  of  Hearing,  the  Registry  of  Interpreters  for  the 
Deaf  (RIT),  Self  Help  for  Hard-of-Hearing,  (SHHH),  and  Telecommunications  for  the 
Deaf,  Inc.  (TDI).  Our  purpose  is  to  support  one  another  in  assuring  access  to  edu- 
cation, employment,  and  social  support  for  children  and  adults  who  are  deaf  or 
hard-of-hearing.  While  we  have  worked  with  each  other  and  with  other  coalitions 
to  determine  the  funding  levels  we  are  recommending  today,  we  generally  would 
recommend  an  "unbundling"  of  these  funds,  so  that  they  can  be  more  efficiently 
tracked  from  source  to  recipient. 

1.  COR  supports  an  appropriation  of  $2.9  billion  for  the  Individuals  With  Disabil- 
ities Education  Act,  State  and  Local  Grant  Programs  (Public  Law  94-142).  Approxi- 
mately 80  percent  of  students  who  are  deaf  or  hard-of-hearing  in  the  United  States 
are  educated  in  mainstream  programs.  This  form  of  education  has  proven  useful  to 
deaf  and  hard-of-hearing  students  with  strong  family  support  and  communication, 
access  to  deaf  culture  through  non-educational  setting  (like  social  and  support 
groups),  and  sufficient  communication  skills  to  enable  them  to  socialize  adequately 
with  their  hearing  peers.  The  IDEA  constitutes  the  central  vehicle  through  which 
the  federal  government  maintains  a  partnership  with  the  states  and  localities  to 
deaf  and  hard-of-hearing  children  requiring  special  education  and  related  services. 
The  original  fiscal  promise  of  Public  Law  94-142  is  determined  by  the  funding  for- 
mula, which  at  40  percent  of  the  national  average  per  pupil  expenditure  (NAPE) 
times  the  number  of  children  being  served  would  have  been  generating  approxi- 
mately $9.37  billion  for  fiscal  year  1994.  Actual  appropriations  have  never  provided 
more  than  12  percent  of  the  NAPE.  As  a  result,  the  financial  burden  of  providing 
children  who  are  deaf  and  hard-of-hearing  with  an  appropriate  education  has  fallen 
on  state,  and  increasingly,  local  governments.  The  local  education  tax  is  the  single 
tax  subjected  to  a  direct  local  vote.  When  taxpayers  refuse  to  support  education 
budgets,  deaf  and  hard-of-hearing  children  are  among  the  first  to  suffer.  The  special 
services  that  these  children  need,  such  as:  teachers  of  the  deaf,  interpreters, 
notetakers,  tutors  who  can  sign,  speech  teachers,  and  auditory  training  are  often 
short  changed.  Some  schools  avoid  state  mandates  to  provide  these  services  by  plac- 
ing deaf  students  in  classes  taught  by  a  generic  Special  Education  Teacher  (who 
may  have  no  expertise  in  communicating  with  deaf  children),  and  by  placing  deaf 
students  with  children  who  are  developmentally  delayed  or  learning  disabled,  and 
by  stating  that  deaf  and  hard-of-hearing  students  are  completing  the  very  minimal 
individual  educational  plans  (lEP's)  developed  for  them.  The  federal  government 
must  step  in  by  funding  necessary  services.  COR  believes  that  all  children  have  the 
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right  to  be  educated  to  their  full  potential.  In  order  to  even  begin  to  approach  this 
long  term  ideal,  IDEA  must  be  full  funded. 

2.  COR  supports  an  appropriation  of  $175  million  for  the  Education  of  Children 
With  Disabilities,  State  Operated  Programs  (Public  Law  89-313).  Public  Law  89- 
313  is  important  for  maintaining  a  full  spectrum  of  opportunities  for  education  of 
children  who  are  deaf  Students  who  are  deaf  often  report  that  they  have  a  cultural 
and  linguistic  identity  with  others  who  are  deaf  COR  acknowledges  the  critical  im- 
portance of  the  cultural,  linguistic,  and  social  support  of  the  dealcommunity  to  the 
academic  achievement  of  deaf  individuals.  This  complex  and  delicate  social,  eco- 
nomic, and  cultural  network  among  deaf  people  is  endangered  by  any  weakening  of 
state-operated  and  state-supported  schools,  which  are  the  very  heart  of  their  com- 
munity, the  deaf  community.  While  mainstream  education  is  excellent  for  many  stu- 
dents who  are  deaf  or  hard-of-hearing,  mainstream  settings  may  not  provide  the  op- 
portunity for  students  who  are  deaf  to  enjoy  social  and  academic  experiences  like: 
full  participation  in  clubs;  the  opportunity  to  be  a  cheerleader,  captain  of  the  foot- 
ball team,  class  president  or  valedictorian;  to  communicate  directly  with  teachers, 
administrators,  and  peers  or  to  model  their  behavior  on  those  who  are  themselves 
deaf.  For  any  deaf  students  experiencing  social  isolation,  or  whose  family  does  not 
have  the  resources  to  act  as  a  full  partner  in  the  child's  education,  the  state-sup- 
ported or  state-operated  school  should  be  an  option  in  the  continuum  of  their  edu- 
cational experience.  Such  schools  are  cost-effective  deliverers  of  services  as  long  as 
they  maintain  a  critical  mass  of  students,  and  they  also  serve  as  center  schools — 
the  premier  providers  of  information  and  professional  assistance  to  nearby  main- 
stream programs.  For  these  reasons,  state-operated  and  state-supported  schools 
should  continue  to  be  supported  by  Public  Law  89-313. 

3.  COR  recommends  a  funding  level  of  $114  million  for  the  Individuals  With  Dis- 
abilities Education  Act  (IDEA),  Special  Education  Personnel  Development  (SEPD) 
and  a  funding  level  of  $24  million  for  Historically  Black  Colleges  and  Universities. 
SEPD  (Part  D,  Sections  631  and  632  of  the  IDEA)  provides  for  an  adequate  supply 
of  qualified  providers  of  Special  Educators  and  related  services.  Deaf  or  hard-of- 
hearing  students  should  have  full  access  to  qualified  special  service  personnel 
trained  specifically  to  work  with  deaf  or  hard-of-nearing  children.  There  are  critical 
shortages  of  educational  interpreters,  and  of  educators  who  are  themselves  deaf  or 
hard-of-hearing  or  are  members  of  other  protected  classes.  Therefore,  the  IDEA  Spe- 
cial Education  Personnel  development  budget  must  be  funded  at  a  level  of  $114  mil- 
lion in  fiscal  year  1995  with  a  five  percent  increase  in  every  year  thereaft;er  for  the 
five  years  of  the  reauthorization  cycle  of  the  EDA  and  witn  additional  fiinding  for 
HBLJC's  of  $24  million  with  a  five  percent  increase  in  every  year  thereafter  for  the 
five  years  of  the  reauthorization  cycle  of  the  EDA. 

4.  COR  recommends  an  appropriation  of  $14  million  in  fiscal  year  1995  for  the 
Individuals  With  Disabilities  Education  Act  (IDEA),  Special  Education  Technology. 
Part  G,  Section  661  of  the  IDEA  supports  the  development  and  advances  the  use 
of  new  technology,  media,  and  materials  in  the  education  of  children  and  youth  with 
disabilities.  For  example,  children  who  are  deaf  may  be  isolated  in  mainstream  set- 
tings from  peers  who  are  deaf  or  hard-of-hearing;  E-mail  is  a  godsend  for  these  stu- 
dents. Other  very  useful  technologies  for  deaf  or  hard-of-hearing  children  are: 
assistive  listening  devices;  television;  closed  captioning  decoders;  interactive  tele- 
vision; computer-assisted  instruction;  captioned  movies  and  how-to-programs;  over- 
head projectors  and  opaque  projectors;  and  telecommunication  devices  for  the  deaf. 

5.  COR  recommends  an  appropriation  of  $14  million  in  fiscal  year  1995  for  the 
Individuals  With  Disabilities  Education  Act  (IDEA),  Centers  and  Services  for  Deaf- 
Blind  Children.  Part  C,  Sec.  622  of  the  IDEA  assists  state  and  local  agencies  to  pro- 
vide appropriate  highly  specialized  assistance  services  to  deaf-blind  infants,  chil- 
dren, and  youth.  In  recent  years,  the  focus  of  the  program  has  been  to  provide:  di- 
rect services  to  all  non-mandated  students;  technical  assistance  to  agencies  serving 
children  and  young  adults,  especially  to  schools  and  adult  service  providers  in  inte- 
grated settings;  national  technical  assistance  projects;  and  establishment  of  model 
demonstration  projects  of  exemplary  innovative  procedures  and  best  practices  in 
service  delivery.  As  a  result  6,400  children  who  are  deaf-blind  are  being  served  in 
the  United  States.  This  number  of  children  equals  the  population  of  a  modest  size 
school  district,  which  would  doubtless  be  funded  at  approximately  three  time  the 
funding  level  suggested  here  by  COR. 

6.  COR  recommends  an  appropriation  of  $2.5  billion  for  Rehabilitation  Services 
(Vocational  Rehabilitation  State  Grants).  The  State-Federal  Rehabilitation  Program 
has  been  the  cornerstone  of  our  nation's  efforts  to  assist  Americans  who  are  deaf 
or  hard-of-hearing  become  gainfully  employed  and  self-reliant.  Comprehensive  reha- 
bilitation services  (services  needed  to  assist  an  eligible  person  to  become  employed) 
are  provided  through  state  rehabilitation  agencies,  oft^n  through  cooperative  agree- 
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ments  with  other  pubhc  and  private  non-profit,  community-based  organizations. 
Under  the  RehabiUtation  Act,  tne  Vocational  RehabiUtation  State  Grant  Program, 
Section  110,  must  receive  a  cost-of-hving  increase  each  year.  According  to  studies 
by  one  of  our  component  organizations,  ADARA,  state  vocational  rehabilitation 
agencies  are  able  to  serve  only  one  out  of  every  twenty  eligible  people  who  are  deaf 
or  hard-of-hearing.  With  present  funding,  state  rehabilitation  programs  will  be  ill- 
prepared  to  serve  their  constituents. 

7.  COR  recommends  and  appropriation  of  $55  million  for  Rehabilitation  Services, 
Rehabilitation  Training  for  fiscal  year  1995.  Section  304  of  the  Rehabilitation  Act 
of  1973,  as  amended,  provides  for  grants  to  states,  public  agencies,  and  nonprofit 
organizations,  including  institutions  of  higher  education.  These  grants  assist  in  in- 
creasing the  number  of  qualified  rehabilitation  personnel  to  provide  services  to  indi- 
viduals with  disabilities  in  five  areas:  long-term  training,  experimental  and  innova- 
tive training,  state  vocational  rehabilitation  unit  inservice  training,  continuing  edu- 
cation programs,  and  training  interpreters  to  meet  the  communication  needs  of  peo- 
ple who  are  deaf  or  hard-of-hearing.  Grants  are  targeted  where  shortages  of  ade- 
quately skilled  personnel  have  been  identified.  The  nation's  supply  of  interpreters 
for  people  who  are  deaf  or  hard-of-hearing  is  "aging  out"  because  of  the  intensive 
physical  demands.  More  funding  must  be  put  toward  this  shortage,  especially  in 
view  of  the  challenges  of  the  ADA. 

8.  COR  supports  an  appropriation  of  $231  million  for  Biomedical  and  Behavioral 
Research,  National  Institute  on  Deafness  and  Other  Communication  Disorders 
(NIDCD),  Public  Law  100-553.  The  NIDCD  conducts  research  on  the  problems  of 
deafness  and  communication  disorders  which  affect  approximately  14  million  people 
in  the  United  States.  COR  supports  funding  for  the  NIDCD  related  to:  a.  Self  Deter- 
mination for  people  who  are  deaf  or  hard-of-hearing;  b.  Etiology  (causes)  of  deafness; 
c.  Screening-studies  on  universal  infant  screening  and  aggressive  medical  and  reha- 
bilitative therapy  for  early  hearing  loss;  and  d.  Research  with  consumer  applica- 
tions. 

In  Summary  COR  requests  appropriations  of  $2.9  billion  for  the  IDEA  (State  and 
Local  Grant  Programs  Public  Law  94-142);  $175  million  for  the  Education  of  Chil- 
dren with  Disabilities,  State  Operated  Programs  (Public  Law  89-313);  $114  million 
for  IDEA  Special  Education  Personnel  Development  and  $24  million  for  HBCU's; 
$15  million  for  IDEA's  Centers  and  Services  for  Deaf-Blind  Children;  $14  million 
for  idea's  Special  Education  Technology;  $2.5  billion  for  Rehabilitation  Services 
(Vocational  Rehabilitation  State  Grants);  $55  million  for  Rehabilitation  Services, 
Section  304  (Rehabilitation  Training);  and  $231  million  for  NIDCD's  Biomedical  and 
Behavioral  Research,  Public  Law  100-553. 

STATEMENT  OF  ROBERT  H.  ATWELL,  PRESIDENT,  AMERICAN  COUN- 
CIL ON  EDUCATION 

Senator  Murray.  Mr.  Atwell. 

Mr.  Atwell.  Thank  you,  Senator.  I  am  Robert  Atwell,  president 
of  the  American  Council  on  Education,  representing  more  than 
1,500  college  and  university  members,  and  I  appear  today  on  behalf 
of  the  student  financial  assistance  programs  in  the  1995  budget. 
While  there  are  other  important  higher  education  programs  in  the 
Department  of  Education's  budget,  whose  funding  request  we 
would  also  support,  the  need  to  secure  meaningful  educational  op- 
portunity for  students  through  Federal  financial  assistance  is  so 
acute  that  it  claims  our  highest  collective  priority. 

Fully  recognizing  the  scarcity  of  resources  at  your  disposal,  we 
believe  that  funding  for  student  aid  should  be  one  of  this  sub- 
committee's highest  priorities  as  well.  Indeed,  looking  at  that  graph 
that  you  have  over  there,  that  red  line,  we  really  believe  that  this 
committee  and  the  appropriations  process  is  more  vital  than  the 
authorizing  process  these  days. 

As  a  Nation,  we  still  have  a  long  way  to  go  when  removing  the 
barriers  of  income  and  educational  disadvantage  from  college  at- 
tendance, and  an  even  longer  way  to  go  toward  enabling  all  of  our 
citizens  to  enjoy  the  benefits  of  full  participation  in  the  economic 
life  of  this  country. 
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That  is  the  unfulfilled  promise  of  need-based  Federal  student  aid, 
but  rather  than  moving  aggressively  to  achieve  that  goal,  we  are 
in  fact  drifting  toward  a  Federal  student  aid  policy  based  solely  on 
the  assumption  of  debt.  Our  colleges  and  our  students  and,  I  hope, 
this  committee,  are  alarmed  by  this  drift  and  by  its  consequence 
for  our  students. 

The  average  debt  has  nearly  tripled  in  the  past  decade  from 
$2,500  to  $7,000  in  1990.  Students  may  borrow  up  to  $23,000  for 
an  undergraduate  course  of  study,  and  many  of  our  institutions  are 
reporting  a  precipitous  increase  in  loan  volume  this  year. 

Purdue,  for  example,  experienced  twice  the  amount  of  borrowing 
than  was  incurred  by  students  and  their  families  last  year,  and  at 
Boston  University  students  borrowed  a  total  of  $13  million  last 
year  and  $21  million  this  year. 

This  trend  occurred  despite  evidence  that  many  students  have 
abandoned  their  college  aspirations  altogether  when  confronted 
with  the  prospect  of  having  to  incur  loan  burdens  of  that  sort.  Just 
as  an  example,  enrollment  in  the  California  community  colleges  fell 
by  almost  140,000,  nearly  9  percent. 

These  trends  really  signal  a  marked  retreat  from  the  egalitarian 
principles  on  which  the  current  array  of  Federal  financial  aid  pro- 
grams is  founded,  and  forecast  disturbing  social  and  economic  con- 
sequences for  this  Nation,  which  I  hope  this  committee  and  this 
subcommittee  will  be  able  to  address. 

We  recognize  the  current  budget  constraints  will  make  it  difficult 
to  restore  the  value  of  grant  assistance  and  minimize  the  promi- 
nence of  loans,  but  we  must  begin  this  task,  and  in  that  sense  we 
applaud  the  President's  budget  calling  for  a  $2,400  Pell  grant.  We 
would  hope  you  would  make  every  effort  to  increase  it  above  that. 

The  rest  of  the  President's  budget  for  student  aid  is  a  mixed 
blessing.  We  strongly  support  the  $100  million  increase  for  Federal 
work  study,  and  we  are  pleased  that  the  supplemental  education 
opportunity  grant  program  is  level  funded.  We  oppose,  however, 
and  are  discouraged  by  the  administration's  proposed  elimination 
of  two  of  the  most  targeted,  most  leveraged  Federal  student  aid 
programs,  State  student  incentive  grants  and  new  capital  contribu- 
tions for  Perkins  loans. 

Just  as  a  personal  statement,  not  necessarily  supported  by  the 
other  organizations  for  whom  I  am  testifying  today,  you  have  a  $35 
million  request  from  the  administration  for  the  funding  of  State 
postsecondary  review  entities.  That  supposedly  will  enable  them, 
according  to  the  Department  of  Education,  to  fund  4,000  SPRE  re- 
views. 

PREPARED  STATEMENT 

It  would  seem  to  me  that  rather  than  harass  colleges  and  univer- 
sities, 4,000  of  them,  with  SPRE  reviews  when  the  problems  really 
have  to  do  with  the  fringe  proprietary  sector  and  a  very  few  insti- 
tutions there,  why  not  spend  that  $35  million  on  student  aid? 

Why  not,  for  example,  put  it  in  the  Pell  grant  program,  or  the 
supplemental  educational  opportunity  grant  program?  Why  put  it 
in  the  bureaucracy? 

[The  statement  follows:] 
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Statement  of  Robert  H.  Atwell 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  grateful  for  the  opportunity 
to  appear  before  you  today  to  present  the  views  of  the  American  Council  on  Edu- 
cation (ACE)  and  its  more  than  1,500  college  and  university  members  on  behalf  of 
student  financial  assistance  in  the  fiscal  year  1995  budget.  While  there  are  other 
valuable  and  important  higher  education  programs  in  the  Department  of  Edu- 
cation's budget  whose  funding  requests  we  support,  the  need  to  secure  meaningful 
educational  opportunity  for  students  through  federal  financial  assistance  is  so  acute 
that  it  claims  our  highest  collective  priority.  Fully  recognizing  the  scarcity  of  re- 
sources at  your  disposal,  we  believe  funding  for  student  aid  should  be  one  of  this 
subcommittee's  highest  priorities  as  well. 

As  a  nation,  we  still  have  a  long  way  to  go  in  removing  the  barriers  of  income 
and  educational  disadvantage  from  college  attendance,  and  an  even  longer  way  to 
go  toward  enabling  all  our  citizens  to  enjoy  the  benefits  of  full  participation  in  the 
economic  life  of  the  country.  This  is  the  unfulfilled  promise  of  need-based  federal 
student  aid.  But  rather  than  moving  aggressively  to  achieve  this  goal,  we  are,  in 
fact,  drifting  toward  a  federal  student  aid  policy  based  solely  on  the  assimiption  of 
student  debt. 

Our  colleges  are  alarmed  by  this  drift  and  by  its  consequences  for  our  students. 
The  average  debt  has  nearly  tripled,  in  the  past  decade,  from  $2,500  in  1980  to  ex- 
ceeding $7,000  in  1990.  Students  may  borrow  up  to  $23,000  for  an  undergraduate 
course  of  study  under  the  Stafford  loan  program.  Many  of  our  institutions  report 
a  precipitous  increase  in  loan  volume  this  year.  Purdue  University,  for  example,  ex- 
perienced twice  the  amount  of  borrowing  than  was  incurred  by  students  and  their 
families  last  year.  Ominously,  this  trend  occurred  despite  evidence  that  many  stu- 
dents have  abandoned  their  college  aspirations  when  confronted  with  the  prospect 
of  having  to  assume  large  debts:  the  results  of  ACE's  annual  fall  enrollment  survey 
show  that  in  at  least  12  states  enrollment  in  higher  education  declined  for  the  first 
time  in  nine  years.  Enrollment  in  the  California  Community  College  System  fell  by 
almost  140,000 — nearly  nine  percent,  bearing  out  research  indicating  that  finan- 
cially and  academically  disadvantaged  students  are  the  least  likely  to  borrow  in 
order  to  finance  their  education. 

These  trends  signal  a  marked  retreat  from  the  egalitarian  principles  on  which  the 
current  array  of  federal  financial  aid  programs  is  founded,  and  forecast  disturbing 
social  and  economic  consequences  for  the  nation.  Saddled  with  excessive  debt,  new 
graduates  will  struggle  with  the  specter  of  default,  be  unlikely  to  purchase  large 
consumer  goods,  and  have  difficulty  in  purchasing  homes.  Greater  social  stratifica- 
tion will  result,  quite  possibly  along  racial  lines.  Without  the  incentive  of  post- 
secondary  opportunity,  progress  toward  achieving  the  Groals  2000  agenda  will  be  im- 
peded. 

Reversing  the  decline  in  grant  assistance  is  imperative.  The  Pell  Grant  program — 
once  the  foundation  program  of  equal  opportunity  and  access — now  represents  only 
18  percent  of  all  student  aid  funding.  The  maximum  grant  has  declined  by  more 
than  30  percent  in  real  terms  since  fiscal  year  1979.  Recent  Pell  Grant  history  is 
telling:  in  fiscal  year  1991,  a  Pell  Grant  maximum  award  was  increased  to  $2,400; 
it  held  steady  at  $2,400  in  fiscal  year  1992;  it  was  decreased  to  $2,300  in  fiscal  year 
1993;  and  last  year,  the  Senate  prevailed  in  retaining  the  $2,300  maximum  award 
over  the  House's  reduction  to  $2,250. 

This  $100  fluctuation  in  the  maximum  award  may  seem  insignificant.  It  is  dif- 
ficult for  many  of  us  to  appreciate  the  value  of  $100  to  a  Pell  Grant  recipient,  60 
percent  of  whom  have  incomes  of  $15,000  or  less.  Peggy  Elliott,  President  of  the 
University  of  Akron,  discovered  its  true  value  through  a  student  on  her  campus 
named  Faith.  A  blind,  minority  Pell  Grant  recipient  named  Faith  was  also  the  sin- 
gle parent  of  a  new  infant.  Dr.  Elliott  had  invited  Faith  to  her  office  to  offer  a  gift 
of  cash  from  a  small,  discretionary  fund  in  re^onse  to  a  campus  rumor  that  Faith 
had  no  money  for  Thanksgiving  dinner.  Her  ofter  was  declined,  since  Faith  had  set 
aside  her  own  funds  for  that  purpose,  but  Dr.  Elliott  extracted  a  promise  that  if  she 
ever  did  need  money,  she  would  ask.  A  year  later,  Faith  returned  to  seek  a  loan 
of  $75  to  purchase  a  used  refrigerator  that  she  needed  because  her  daughter  had 
grown  to  an  age  whereby  Faith  could  no  longer  store  sufficient  fresh  milk  for  her 
on  the  windowsill  of  her  apartment.  As  Dr.  Elliott  is  pleased  to  note.  Faith  has  since 
graduated,  is  employed,  and  is  paying  taxes. 

We  recognize  that  the  current  budget  constraints  will  make  it  difficult  to  restore 
the  value  of  grant  assistance  and  minimize  the  prominence  of  loans.  But  we  must 
begin  this  task.  In  this  regard,  we  applaud  the  President's  budget  request  for  a 
$2,400  Pell  Grant  maximum  award  ana  the  elimination  of  the  Pell  Grant  shortfall 
as  a  step  in  the  right  direction.  We  urge  the  subcommittee  to  establish  the  maxi- 
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mum  award  at  no  less  than  $2,400,  and  to  make  every  effort  to  increase  the  maxi- 
mum to  $2,500.  Because  the  Department's  estimates  for  the  program  lag  actual  en- 
rollment data  by  two  years,  it  is  likely  that  the  cost  estimates  do  not  reflect  the 
downward  enrollment  trends  noted  above.  In  the  event  of  a  revision  to  the  Depart- 
ment's estimates  prior  to  subcommittee  markup,  we  urge  you  to  apply  the  savings 
to  an  additional  increase  in  the  maximum  award. 

The  remainder  of  the  President's  budget  for  student  financial  assistance  is  a 
mixed  blessing.  We  strongly  support  the  $100  million  increase  for  Federal  Work- 
Study  (FWS).  Our  campuses  report  dramatically  increased  student  demand  for  work 
opportunities  in  lieu  of  loans  for  both  community  service  and  conventional  work  ex- 
periences. We  are  pleased  that  the  President's  budget  maintains  current  funding 
levels  for  Supplemental  Educational  Opportunity  Grants  (SEOG),  but  we  would 
urge  the  subcommittee  to  provide  at  least  current  services  for  this  program  which 
helps  to  offset  the  decline  in  the  value  of  the  Pell  Grant. 

We  oppose  the  President's  proposed  elimination  of  two  programs:  State  Student 
Incentive  Grants  (SSIG)  and  new  capital  contributions  for  Perkins  Loans.  Elimi- 
nation of  the  SSIG  program  represents  a  loss  greater  than  the  $72.4  million  in  cur- 
rent year  funding,  since  the  funds  are  equally  matched  or  over-matched  by  the 
states.  Given  the  depleted  condition  of  state  treasuries,  there  is  no  prospect  that  the 
states  could  expand  their  commitment  to  fill  the  void  created  by  a  federal  with- 
drawal, and  many  states  would  simply  forgo  making  grants  altogether.  We  are 
grateful  to  you  for  restoring  SSIG  funding  last  year,  and  we  urge  you  to  do  so  again 
this  year.  We  urge,  as  well  that  you  continue  funding  for  Perkins  Loans  at  fiscal 
year  1994  levels.  Perkins  Loans,  with  their  beneficial  terms  and  conditions,  are  an 
important  component  of  aid  packages  for  our  neediest  students. 

Senator  Murray.  Thank  you,  and  at  this  time  I  would  like  to 
welcome  my  colleague,  Senator  Stevens.  Do  you  have  an  opening 
statement? 

Senator  Stevens.  No;  I  do  not. 

Senator  Murray.  Dr.  Dew,  you  emphasized  in  your  testimony 
the  importance  of  rehabilitation  counselors,  particularly  their  role 
as  advocates  on  behalf  of  individuals  with  disabilities.  Does  the 
training  program  place  any  priority  on  this  particular  category  of 
rehabilitation  professionals? 

Dr.  Dew.  I  am  sorry,  I  have  a  hearing  problem. 

Senator  Murray.  In  your  testimony,  you  talked  about  rehabilita- 
tion counselors  and  the  importance  of  them.  Does  the  training  pro- 
gi'am  you  talk  about  place  any  priority  on  a  particular  category  of 
rehabilitation  professionals? 

Dr.  Dew.  Yes;  particularly  the  vocational  rehabilitation  coun- 
selor, and  there  is  a  payback  provision  now  where,  if  the  trainee, 
the  student,  receives  support,  then  they  do  pay  back  2  years  for 
each  year  by  working  with  the  public  rehabilitation  program  or  a 
community-based  program  closely  associated  with  that  program. 

Senator  Murray.  Thank  you. 

Mr.  Young,  the  statute  requires  only  $13  million  to  trigger  the 
formula  grant  provisions  of  the  older  blind  program.  Can  you  tell 
us  why  you  have  requested  $15  million? 

Mr.  Young.  My  figures,  when  we  calculated  we  came  up  with  the 
figure  of  $15  million.  I  would  be  more  than  happy  to  sit  down  with 
your  staff  and  see  if  there  is  a  discrepancy  there.  I  would  hope  you 
kept  in  mind  the  trust  territories  as  well  as  the  States. 

Senator  Murray.  OK.  Thank  you. 

Ms.  Raimondo,  you  have  requested  a  total  of  about  $1.4  billion 
over  the  President's  request  for  fiscal  year  1995.  Can  you  give  us 
your  top  three  priorities? 

Ms.  Raimondo.  For  the  education  of  deaf  children,  you  mean? 
Well,  I  would  say  that  our  top  priorities  are  IDEA,  the  State-oper- 
ated programs,  and  the  special  education  personnel  development. 
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Senator  MURRAY.  So  the  part  B  grants  you  are  talking  to  would 
be  a  top  priority? 

Ms.  Raimondo.  Yes. 

Senator  Murray.  Thank  you. 

And  Mr.  Atwell,  given  the  roughly  $6  billion  in  existing  Perkins 
loans,  institutional  revolving  funds  as  well  as  the  phasing  of  direct 
student  loan  program,  why  do  we  need  to  make  further  Perkins 
capital  contributions? 

Mr.  Atwell.  Well,  Perkins  loans  have  very  beneficial  terms  for 
students.  They  are  very  cost-effective,  and  they  are  very  important 
in  student  aid  programs. 

I  would  say,  Senator,  that  in  terms  of  the  priorities  here,  I  would 
place  a  heavier  priority  on  restoration  of  the  State  student  incen- 
tive grant  program  if  it  were  a  choice. 

Senator  Murray.  Thank  you. 

Senator  Stevens,  do  you  have  any  questions? 

Senator  Stevens.  No  questions,  thank  you. 

STATEMENT  OF  DIANNE  GREYERBIEHL,  PRESIDENT,  ASSOCIATION 
FOR  THE  EDUCATION  OF  REHABILITATION  FACILITY  PERSON- 
NEL 

Senator  Murray.  Our  first  scheduled  witness  has  arrived.  Her 
name  is  Diane  Greyerbiehl.  If  you  want  to,  go  ahead  with  your  tes- 
timony. 

Ms.  Greyerbiehl.  Thank  you.  I  apologize.  I  had  the  wrong  room 
number,  and  I  was  wandering. 

My  name  is  Dr.  Dianne  Greyerbiehl,  and  I  am  president  of  the 
Association  for  the  Education  of  Rehabilitation  Facility  Personnel. 
The  association  is  a  national  one  for  educational  and  training  pro- 
grams in  rehabilitation,  the  purpose  being  upgrading  skills  of  pro- 
fessionals and  paraprofessionals  in  community  rehabilitation  pro- 
grams. 

The  question  is,  can  we  accomplish  this  purpose  as  an  associa- 
tion with  the  recommended  level  funding  for  rehabilitation  training 
at  $39.6  million,  which  is  level  funding,  and,  of  course,  the  answer 
is  no.  I  know  that  you  were  expecting  that. 

Why  is  this  important?  Why  should  you  continue  or  consider  in 
this  year  of  tough  fiscal  decisions  something  more  than  that? 

Well,  first,  looking  at  the  Rehabilitation  Act  and  its  purpose,  its 
purpose  is,  as  you  know,  to  empower  people  with  disabilities  to 
maximize  employment  and  independent  living  actions. 

Second,  the  major  way  to  do  that  is  to  provide  them  with  skilled 
rehabilitation  personnel  in  order  to  help  them  develop  those  op- 
tions. Do  we  have  a  reasonable  amount  of  support,  the  question  is, 
to  accomplish  this  goal  of  providing  them  with  skilled  personnel  to 
accomplish  this  purpose  of  the  Rehabilitation  Act?  The  answer  is 
no,  and  there  are  three  facts  that  I  will  use  to  support  that  argu- 
ment. 

First  of  all,  in  terms  of  the  1994  initiatives  provided  for  the  fol- 
lowing, there  were  a  number  of  new  initiatives  provided  in  terms 
of  the  1994  budget:  rehabilitation  technology,  supported  employ- 
ment, minority  groups.  Rehabilitation  Act  amendments,  and  the 
ADA,  but  there  is  no  new  money  provided  to  support  these  training 
programs. 
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Second,  by  a  survey  that  we  have  done,  there  is  a  vacancy  rate 
of  23  to  30  percent  in  the  Mid-Atlantic  area.  The  consequence  of 
that  from  another  survey  that  the  University  of  Maryland  did  and 
I  directed,  100  rehabilitation  organizations  responded  to  the  survey 
and  200  people  with  disability  in  those  organizations  responded  in- 
dicating overwhelmingly  that  not  enough  options  were  provided 
them  for  employment  and  independent  living  because  there  were 
not  enough  personnel  around  to  do  it,  or  the  personnel  were 
around,  but  they  were  spread  so  thin  that  they  could  not  help  them 
do  that  effectively. 

Another  thing  is  that  at  the  University  of  Maryland,  which  is  a 
program  which  I  direct,  the  Center  for  Human  Services  Develop- 
ment, we  have  been  able  to  train  500  people  in  direct  line  and  500 
people  at  management  level  in  terms  of  community  rehabilitation 
programs. 

We  have  an  indication  of  need  for  13,202  direct  line  people  need- 
ing training  and  3,169  management  people  needing  training  in  this 
region  alone.  That  means  we  were  able  to  reach  4  percent  and  16 
percent  of  these  individuals  respectively. 

PREPARED  STATEMENT 

If  no  additional  funding  is  provided,  this  situation  will  only  get 
worse;  $50  million  would  be  nice,  but  at  least  a  cost-of-living  in- 
crease would  provide  not  a  deterioration  in  this  situation. 

Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Dianne  Greyerbiehl 

Mr.  Chairman,  my  name  is  Dianne  Greyerbiehl.  I  am  Director  of  the  Center  for 
Human  Services  Development  at  the  University  of  Maryland.  I  am  here  as  Presi- 
dent of  the  Association  for  the  Education  of  Rehabilitation  Facility  Personnel 
(AERFP).  AERFP  is  a  national  organization  representing  education  and  training 
programs  whose  common  purpose  is  to  upgrade  the  competencies  of  professionals 
and  paraprofessionals  employed  by  rehabilitation  facilities  to  better  serve  the  em- 
ployment and  independent  living  needs  of  persons  with  disabilities. 

Can  we  accomplish  this  purpose  if  we  have  no  new  moneys  to  train  the  people 
who  will  give  persons  with  disabilities  the  skills  they  need  to  compete  in  today's 
labor  market?  I  am  here  to  ask  that  adequate  resources  be  allocated  next  year  to 
enable  us  to  respond  to  the  training  needs  of  professionals  and  paraprofessionals 
who  provide  the  direct  services  to  persons  with  disabilities  in  the  thousands  of  com- 
munity based  programs  all  across  the  country. 

The  training  of  rehabilitation  professionals  is  but  a  part  of  a  much  larger  process. 
AERFP  supports  all  of  the  other  parts  of  the  Rehabilitation  Act.  We  urge  full  fund- 
ing of  basic  state  grants,  supported  employment,  Projects  With  Industry,  and 
NIDRR  to  ensure  that  quality  services  are  available  to  as  many  persons  with  severe 
disabiUties  as  possible.  We  thank  you  for  the  support  you  have  always  given  train- 
ing and  other  provisions  of  the  Rehabilitation  Act.  Our  request  is  to  increase  the 
level  funding  for  training  from  $39.6  million  to  $50  million.  The  Administration's 
budget  request  is  for  level  funding. 

In  times  of  scarce  resources  training  often  gets  left  behind  because  it  is  not  a  di- 
rect service.  It  is  critical  however  to  carrying  out  the  basic  purposes  of  the  Rehabili- 
tation Act.  Without  training  we  will  not  have  the  ability  to  meet  the  promises  two, 
five  or  ten  years  down  the  road  that  we  have  made  in  the  Rehabilitation  Act  and 
the  Americans  With  Disabilities  Act,  especially  the  important  changes  in  the  Reha- 
bilitation Act  made  just  this  past  year. 

I  want  to  use  my  brief  time  with  you  to  use  the  words  of  the  Rehabilitation  Act 
to  illustrate  what  needs  to  be  done  by  talking  about  the  purpose  of  the  Rehabilita- 
tion Act,  what  training  is,  and  what  are  the  priority  areas. 
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What  is  the  purpose  of  the  Rehabilitation  Act? — "(among)  The  purposes  of  this  Act 
are— <1)  to  empower  individuals  with  disabilities  to  maximize  employment,  economic 
self-sufficiency,  independence,  and  inclusion  and  integration  into  society  *  *  *" 

What  does  training  have  to  do  with  that  basic  purpose? — Training  is  to 
"*  *  *  ensure  that  skilled  personnel  are  available  to  provide  rehabilitation  services 
to  individuals  with  disabilities  through  vocational,  medical,  social,  and  psychological 
rehabilitation  programs,  through  supported  employment  programs,  tnrough  inde- 
pendent living  services  programs,  and  through  client  assistance  programs;  *  *  * 
(to)  maintain  and  upgrade  basic  skills  and  knowledge  of  personnel  employed  to  pro- 
vide state-of-the-art  service  delivery  systems  and  rehabilitation  technology  services; 
and  *  *  *  (to)  provide  training  and  information  to  individuals  with  disabilities,  the 
parents,  families,  guardians,  advocates,  and  authorized  representatives  of  the  indi- 
viduals, and  other  appropriate  parties  to  develop  the  skills  necessary  for  individuals 
with  disabilities  to  access  the  rehabilitation  system  and  to  become  active  decision- 
makers in  the  rehabUitation  process. 

What  will  we  do  with  the  money  Congress  will  appropriate  for  training? — The  Re- 
habilitation Services  is  to  use  fiinds  appropriated  for  "*  *  *  projects  to  train  person- 
nel in  the  areas  of  vocational  rehabilitation  counseling,  rehabilitation  technology,  re- 
habilitation medicine,  rehabilitation  nursing,  rehabilitation  social  work,  rehabilita- 
tion psychiatry,  rehabilitation  psychology,  rehabilitation  dentistry,  physical  therapy, 
occupational  therapy,  speech  pathology  and  audiology,  physical  education,  thera- 
peutic recreation,  community  rehabilitation  programs,  or  prosthetics  and  orthotics." 

Do  we  really  need  more  money  for  training? — Congress  added  many  new  initia- 
tives to  be  funded  out  of  training  in  1994.  They  include:  new  emphasis  on  training 
for  rehab  technology;  supported  employment;  minority  groups;  and  Rehab  Act 
Amendments  (ADA). 

There  is  a  20  percent  set  aside  for  state  agency  in-service  trfiining. 

Under  the  budget  submitted  by  the  Administration,  training,  along  with  many 
other  programs  will  receive  the  same  funding  they  received  for  the  current  fiscal 
year. 

Obviously,  we  will  not  even  be  able  to  meet  the  costs  that  will  go  up  due  to  infla- 
tion. But  you've  heard  that  before  and  you  will  hear  it  from  many  other  persons. 
Rather  let  me  tell  you  how  we  are  already  affected  by  less  than  adequate  resources 
at  our  program  at  the  University  of  Maryland. 

There  is  currentlv  a  23-30  percent  vacancy  rate  in  Region  III  (Pennsylvania, 
Delaware,  Maryland,  Virginia,  and  West  Virginia)  in  personnel  in  community  reha- 
bilitation programs  in  a  year  of  recession.  This  rate  is  increasing.  Trained  personnel 
are  just  not  available. 

In  a  recent  survey  of  over  100  organizations  we  heard  from  almost  200  "consum- 
ers" with  disabilities.  Over  50  percent  said  they  did  not  have  enough  staff  in  their 
programs  to  give  them  options  for  vocational  choices.  They  said  there  was  not 
enough  staff  or  that  staff  such  as  job  coaches  were  too  busy  with  heavy  caseloads 
to  give  them  the  options  they  wanted. 

Last  year  we  were  able  to  serve  500  managers  and  500  direct  service  staff  of  com- 
munity rehabilitation  programs  in  Region  III.  Yet  we  know  that  13,202  direct  staff 
needed  training  in  Region  III  and  3,169  management  needed  training.  This  means 
that  we  were  able  to  provide  training  services  to  only  4  percent  of  direct  service  staff 
and  16  percent  of  the  managers.  With  level  funding  those  figures  can  go  nowhere 
but  down.  I  think  you  will  find  similar  situations  in  other  parts  of  the  country. 

Let's  go  back  to  the  basic  purpose  of  the  Rehabilitation  Act  and  the  expectations 
of  persons  with  disabilities — jobs  for  persons  with  disabilities.  Can  we  accomplish 
that  purpose  if  we  have  no  new  moneys  to  train  the  people  who  will  give  persons 
with  disabilities  the  skills  they  need  to  compete  in  today's  labor  market? 

How  much  do  we  need?  I  could  tell  you  "millions  and  millions"  like  Carl  Sagan. 
I  think  we  can  justify  $50  million  based  on  identified  needs.  But  what  is  our  bottom 
line.  Without  at  least  a  cost  of  living  increase  we  will  see  a  decrease  in  the  already 
inadequate  level  of  training  we  can  provide.  That  will  come  back  to  haunt  us  when 
we  wonder  why  there  are  not  enough  trained  personnel  we  need  to  provide  enough 
quality  services  for  persons  with  disabilities  down  the  road.  Once  behind,  the  catch 
up  can  be  next  to  impossible.  We  went  through  that  in  the  1980's.  In  1979  funding 
for  rehabilitation  training  began  to  fall.  We  (£d  not  get  back  to  the  1979  level  until 
1987.  Taking  inflation  into  account  we  are  still  not  back  to  the  1979  level  of  funding. 
Let  us  not  repeat  that  mistake  in  the  1990's. 

Thank  you  very  much  for  this  opportunity  to  share  our  thoughts  with  you  today. 
I  will  be  glad  to  answer  any  questions  you  may  have  or  provide  you  with  any  addi- 
tional information  you  may  need. 

Senator  Murray.  Thank  you. 
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The  authorizing  statute  requires  increased  training  funds  in  ex- 
cess of  inflation  to  be  used  for  specified  title  VIII  activities,  dis- 
tance learning,  braille  training,  parent  information  and  training, 
hearing  officers,  and  recruitment  of  urban  personnel.  In  your  opin- 
ion, is  there  a  high  demand  for  training  in  those  areas? 

Dr.  Greyerbiehl.  In  my  opinion — could  you  repeat  all  the  areas 
that  you  talked  about? 

Senator  Murray.  Distance  learning,  braille  training,  parent  in- 
formation and  training,  hearing  officers,  and  recruitment  of  urban 
personnel. 

Dr.  Greyerbiehl.  I  would  say  that  there  is  a  high  need  in  terms 
of  parent  and  information  centers.  The  others,  in  my  opinion  there 
is  not  as  high  a  need  as  there  is  in  providing  basic  education  to 
rehabilitation  personnel. 

Senator  Murray.  Thank  you. 

Thank  you  to  all  members  of  the  first  panel. 

STATEMENT  OF  JOSEPH  J.  INNES,  CONVENTION  OF  AMERICAN  IN- 
STRUCTORS OF  THE  DEAF 

Senator  Murray.  Panel  2  will  consist  of  Joseph  Innes,  David 
Rosenblatt,  Karen  Bowyer,  Paul  Schroeder,  Clara  Berg,  and  Joseph 
McNulty. 

Mr.  Innes,  we  will  begin  with  you. 

Mr.  Innes.  Good  afternoon.  Senator  Murray  and  members  of  the 
committee.  The  Convention  of  American  Instructors  for  the  Deaf 
would  like  this  opportunity  to  provide  this  testimony. 

Our  group  is  the  oldest  professional  association  for  educators  of 
the  deaf  in  the  United  States.  We  have  been  here  for  144  years, 
and  our  membership  includes  teachers,  supervisors,  administra- 
tors, and  other  personnel.  We  have  students  in  regular  education 
environments,  special  education  classes,  and  schools.  Our  purpose 
is  to  provide  an  organization  for  teachers,  counselors,  and  other 
professionals  involved  in  education  of  the  deaf  students. 

CAID  recommends  full  funding  for  IDEA.  In  order  for  the  full  im- 
pact of  the  IDEA'S  to  be  realized  for  individuals  who  are  deaf  or 
hard-of-hearing,  it  is  essential  that  full  funding  of  that  law  be 
achieved. 

Applying  the  original  formula  of  40  percent  of  the  average  per- 
person  cost  using  the  NAPPE  average  will  result  in  fiscal  year 
1994  appropriation  of  approximately  $9.37  billion.  Since  only  12 
percent  of  that  has  been  provided  on  the  average  and  since  the 
IDEA  serves  as  the  primary  vehicle  for  cooperation  and  partner- 
ships between  the  Federal  and  State  governments  and  the  local- 
ities related  to  the  provision  of  services  for  the  deaf  and  hard-of- 
hearing  student,  CAID  is  very  concerned  that  continuing 
underfunding  of  the  IDEA  will  have  an  adverse  impact  on  special 
education  services  for  these  deaf  and  hard-of-hearing  students. 

Current  data  suggests  that  approximately  80  percent  of  all  deaf 
and  hard-of-hearing  children  in  the  United  States  are  in  main- 
stream programs.  Each  child,  depending  on  their  individual  abili- 
ties and  needs,  might  require  special  services  and/or  modifications 
of  current  services.  Those  include  providing  interpreters,  provision 
of  interpreters  note-takers,  tutors,  and  other  support  personnel. 


416 

Children  also  in  other  placements  and  environments  as  deter- 
mined to  be  appropriate  also  have  a  need  for  special  education 
services  in  accordance  with  their  lEP's.  CAID  strongly  believes  that 
for  deaf  and  hard-of-hearing  children  to  succeed,  full  funding  is 
necessary. 

CAID  also  supports  an  appropriation  of  $175  million  for  the  edu- 
cation of  children  with  disabilities  in  State-operated  programs, 
Public  Law  89-313.  Many  of  our  students  are  in  what  is  now  called 
continuum  placement  services.  That  allows  provision  of  special  edu- 
cation to  and  for  the  students  in  an  array  of  different  placements. 

For  many  of  the  students,  it  is  not  appropriate  for  placement  in 
the  regular  classroom,  and  because  the  regular  classroom  is  not 
LRE  for  those  students,  then  funding  of  Public  Law  89-313  is  nec- 
essary. 

PREPARED  STATEMENT 

Many  of  the  students  have  social,  emotional,  cultural,  and  other 
needs  that  cannot  be  provided  in  a  mainstream  environment.  Those 
children,  like  many  other  Americans,  graduate  from  schools,  col- 
leges, obtain  meaningful  employment,  marry,  raise  children,  pay 
taxes,  and  vote.  CAID  recommends  that  all  State-operated  sup- 
ported schools  continue  to  be  supported  by  Public  Law  89-313. 

Thank  you. 

Senator  Murray.  Thank  you. 

[The  statement  follows:] 

Statement  of  Joseph  J.  Innbs 

Good  afternoon,  Mr.  Chairman  and  members  of  the  Committee.  The  Convention 
of  American  Instructors  of  the  Deaf  would  Hke  to  thank  you  for  the  opportunity  to 
provide  testimony. 

The  Convention  of  American  Instructors  of  the  Deaf  (CAID)  is  the  oldest  profes- 
sional association  for  educators  of  the  deaf  in  the  United  States.  We  have  been  in 
existence  for  144  years  and  our  membership  is  comprised  of  teachers,  supervisors, 
administrators,  and  other  personnel  who  ably  serve  students  who  are  deai  or  hard- 
of-hearing  from  birth  through  adulthood.  These  services  are  provided  in  a  number 
of  school  and  community  based  settings,  ranging  from  "regular"  education  class- 
rooms to  special  programs,  classes,  and  schools.  The  purpose  of  our  organization  is 
to  promote  the  education  of  all  deaf  and  hard-of-hearing  students  and  to  serve  as 
a  professional  organization  of  individuals  engaged  in  the  education  of  deaf  and  hard- 
of-hearing  students  in  the  United  States.  As  part  of  our  focus  on  achieving  queility 
programming,  CAID,  in  cooperation  with  the  Conference  of  Educational  Administra- 
tors Serving  the  Deaf  (CEASD),  publishes  the  American  Annals  of  the  Deaf,  a  pro- 
fessional journal  founded  in  1847  and  dedicated  to  quality  in  education  and  related 
services  for  children  and  adults  who  are  deaf  or  hard-of-hearing. 

1.  CAID  recommends  full  funding  for  the  Individuals  with  Disabilities  Education 
Act  (State  and  Local  Grant  Programs — Public  Law  94-142). 

In  order  for  the  full  impact  of  IDEA  to  be  realized  for  individuals  who  are  deaf 
or  hard-of-hearing,  it  is  essential  that  full  funding  of  the  statute  be  achieved.  Apply- 
ing the  original  formula  of  40  percent  of  the  national  average  per  pupU  expenditure 
(NAPPE)  would  result  in  a  fiscal  year  1994  appropriation  of  approximately  $9.37 
billion.  In  the  past  only  an  average  of  12  percent  of  the  NAPPE  has  been  funded 
and  in  1993  the  level  of  funding  actually  decreased  to  9  percent  of  the  NAPPE. 
Since  the  IDEA  serves  as  the  primary  vehicle  for  cooperation  and  partnerships  be- 
tween the  federal  government  and  states  and  localities,  related  to  the  provision  of 
services  for  deaf  and  hard-of-hearing  students,  CAJD  is  concerned  that  continued 
underfunding  of  the  IDEA  will  adversely  impact  on  needed  special  education  serv- 
ices. A  consequence  of  the  continued  practice  of  underfunding  IDEA  is  that  states 
and  even  some  localities  will  continue  to  be  over-burdened  with  the  financial  costs 
of  providing  deaf  and  hard-of-hearing  students  with  an  individuaUzed  educational 
program  that  is  commensurate  with  their  abilities  and  reflective  of  their  needs.  Cur- 
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rent  data  suggests  that  approximately  80  percent  of  all  deaf  and  hard-of-hearing 
children  in  the  United  States  are  being  educated  in  mainstream  programs.  Each  of 
these  children,  depending  on  their  unique  abilities  and  needs,  may  require  special 
services  and/or  modifications  to  the  instructional  setting.  Services  such  as  the  provi- 
sion of  qualified  and  certified  interpreters,  notetakers,  tutors,  and  support  personnel 
are  necessary  to  ensure  full  participation  and  the  success  of  each  child's  program. 
Children  placed  in  alternative  environments,  as  determined  to  be  appropriate,  also 
have  a  need  for  special  education  services  in  accordance  with  their  lEP.  CAID 
strongly  believes  that  for  deaf  and  hard-of-hearing  children  to  receive  these  services, 
which  the  IDEA  states  they  are  entitled  to  receive,  full  funding  of  the  IDEA,  as 
promised,  is  absolutely  necessary. 

2.  CAID  supports  an  appropriation  of  $175  million  for  the  Education  of  Children 
with  Disabilities,  (State  (Jperated  Programs — Public  Law  89-313). 

Educating  the  Nation's  population  of  students  who  are  deaf  and  hard-of-hearing 
requires  that  a  full  range  of  programming  options  be  available.  The  "continuum  of 
placement  options"  allows  providers  of  special  education  services  to  educate  deaf 
and  hard-of-nearing  students  in  an  array  of  placements,  depending  on  each  child's 
unique  abilities  and  needs.  While  education  in  the  mainstream  is  a  viable  and  ap- 
propriate option  for  many  students  who  are  deaf  or  hard-of-hearing,  for  some  stu- 
dents this  type  of  placement  might  not  be  the  Least  Restrictive  Environment  (LRE) 
for  that  child.  In  October,  1992  the  United  States  Department  of  Education  (DOE) 
issued  a  policy  guidance  suggesting  that  for  some  deaf  children  the  LRE  might  be 
a  school  for  the  deaf.  In  February,  1994  the  Director  of  the  Office  of  Special  Edu- 
cation Programs,  issued  a  memorandum  addressed  to  Chief  State  School  Officers, 
calling  attention  to  this  policy  document  and  stating  that  placements  must  be  made 
on  the  basis  of  individual  needs.  As  stated  in  this  policy  guidance  placement  must 
take  into  consideration  the  child's  academic,  social,  emotional,  cultural,  and  commu- 
nication needs.  For  some  deaf  and  hard-of-hearing  students  the  mainstream  envi- 
ronment does  not  provide  an  appropriate  level  of  communication  access  and  their 
participation  in  the  full-range  of  academic,  cultural,  social,  and  leadership  develop- 
ment activities  is  limited  or  actually  non-existent.  In  a  school  for  the  deaf  these  stu- 
dents would  benefit  from  a  higher  level  of  communication  and  language  access  and 
be  able  to  participate  in  a  full  range  of  academic  and  extra-curricular  activities. 
They  would  also  be  able  to  engage  in  classroom  discussions  and  make  presentations 
without  depending  on  the  intervention  of  a  third  party  (e.g.,  interpreter)  to  facilitate 
communication.  For  these  students  the  school  for  the  deaf  provides  them  with  a 
Free  and  Appropriate  Public  Education  (FAPE)  in  the  LRE.  Individuals  educated  in 
these  environments  often  view  their  deafness  as  part  of  their  human  experience,  in- 
stead of  as  a  biological  manifestation.  They  identify  themselves  as  members  of  a  cul- 
tural and  linguistical  micro-culture  group,  and  they  do  not  endorse  or  subscribe  to 
the  medical  model  which  classifies  them  as  deficient.  Like  many  other  Americans, 
these  individuals  graduate  from  schools  and  colleges,  obtain  meaningful  employ- 
ment, marry  and  raise  children,  participate  in  social  organizations  (e.g.,  deaf  clubs 
and  community  events)  in  the  Deaf  community  and  larger  hearing  community,  own 
houses,  buy  and  sell  stocks  and  bonds,  vote,  and  pay  taxes.  For  these  reasons,  CAID 
recommends  that  all  state-operated  and  state-supported  schools  should  continue  to 
be  supported  by  Public  Law  89-313. 

3.  CAID  recommends  funding  for  the  Individuals  with  Disabilities  Education  Act 
(IDEA)  Special  Education  Personnel  Development  (SEPD)  at  a  level  of  $114  million. 

There  currently  exists  a  shortage  of  qualified  providers  of  special  education  and 
related  services,  as  it  pertains  to  the  education  of  students  who  are  deaf  or  hard- 
of-hearing.  Most  notable  is  a  significant  shortage  of  qualified  and  certified  inter- 
preters that  threatens  the  ability  of  states  and  localities  to  provide  programming  for 
deaf  and  hard-of-hearing  students  in  regular  education  classrooms.  There  is  also  a 
critical  shortage  of  educators  who  themselves  are  deaf  or  hard-of-hearing,  and  who 
often  serve  as  role  models  for  these  students.  Students  who  are  deaf  or  hard-of-hear- 
ing are  entitled  to  the  services  of  a  array  of  qualified  ad  certified  personnel  includ- 
ing specially  trained  teachers  who  can  communicate  in  the  child's  language  and 
mode  of  communication,  teachers  of  America  Sign  Language,  school  counselors  with 
whom  they  can  have  direct  communication  access,  interpreters,  note-takers,  speech 
and  language  teacher/pathologists,  and  parent  educators.  The  purpose  of  SEPD 
(Part  D,  Sections  631  and  632  of  the  IDEA)  is  to  provide  for  development  of  an  ade- 
quate supply  of  qualified  service  providers  as  described  above.  For  this  reason  CAID 
recommends  an  appropriation  of  $114  million  for  fiscal  year  1995,  and  also  rec- 
ommends an  increment  of  5  percent  annually  over  the  duration  of  the  IDEA  reau- 
thorization cycle. 

4.  CAID  recommends  an  appropriation  of  $28  million  in  fiscal  year  1995  for  the 
Individuals  with  Disabilities  Education  Act  (IDEA)  Special  Education  Technology. 
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With  the  advent  of  the  Information  Highway  a  significant  number  of  new  tech- 
nologies are  expected  to  emerge,  many  with  impUcations  for  the  education  of  stu- 
dents with  disabilities.  These  technologies,  as  they  emerge,  must  be  examined  for 
their  potential  to  enhance  special  education  programming  for  deaf  and  hard-of-hear- 
ing  students.  An  example  of  this  might  be  voice  and/or  sign  to  text  technologies 
which  could  have  profound  implications  for  educating  students  who  are  deaf  or 
hard-of-hearing  in  Doth  mainstream  and  separate  schools.  As  these  technologies 
emerge,  and  are  developed,  efforts  must  be  undertaken  to  advance  their  use  in 
classrooms,  schools,  and  communities.  Students  who  are  deaf  or  hard-of-hearing  also 
benefit  from  and  need  a  variety  of  existing  technologies.  Enhanced  telecaptioning  of 
television  and  motion  pictures  greatly  impacts  on  the  education  of  these  students, 
and  open  the  doors  to  new  and  exciting  educational  opportunities.  Technological 
support  for  students  who  are  deaf  or  hard-of-hearing  is  essential  if  their  potential 
as  individuals  and  scholars  is  to  be  fully  realized. 

5.  CAID  recommends  an  appropriation  of  $29.5  million  in  fiscal  year  1995  for  the 
Individuals  with  Disabilities  Education  Act  (IDEA)  Centers  and  Services  for  Deaf- 
Bhnd  Children. 

Deaf-blind  individuals  often  require  specialized  services  that  extend  beyond  the 
level  of  services  provided  to  children  who  are  either  deaf  or  blind.  The  implications 
of  their  dual  sensory  loss  is  enormous  and  there  is  clearly  a  need  to  continue  assist- 
ing state  ad  local  agencies  in  their  quest  to  adequately  serve  this  population.  There 
are  currently  6,400  students  who  have  been  identified  and  may  benefit  from  contin- 
ued funding  of  this  provision  (Part  C,  Sec.  622  of  the  IDEA).  The  appropriation  level 
recommended  by  the  CAID  is  consistent  with  a  level  of  funding,  on  a  per  student 
basis,  that  would  be  considered  reasonable  for  a  modest  sized  school  district  with 
a  population  of  non-disabled  students.  This  provision  of  the  IDEA  has  been  greatly 
underfunded  and  this  situation  needs  to  be  promptly  rectified. 

STATEMENT    OF    DAVID    ROSENBLATT,    CHAIRMAN,    MODERN    EDU- 
CATIONAL TECHNOLOGY  CENTER,  INC. 

Senator  Murray.  Mr.  Rosenblatt. 

Mr.  Rosenblatt.  Thank  you.  My  name  is  David  Rosenblatt,  and 
I  would  like  to  thank  the  chairman  and  members  of  the  sub- 
committee for  letting  the  Modem  Educational  Technology  Center — 
I  am  testifying  in  front  of  you  today  on  behalf  of  Mr.  Rick  Lane, 
our  executive  director,  who  is  also  here  and  on  behalf  of  our  entire 
organization. 

I  would  like  to  address  the  issue  of  educational  technology  today 
and  stress  two  issues  to  you,  economic  good  sense  and  U.S.  com- 
petitiveness. Educational  technology  is  a  vehicle  by  which  the  Unit- 
ed States  has  great  opportunity  to  both  increase  its  level  of  edu- 
cation for  its  students  as  well  as  increase  its  level  of  competitive- 
ness on  a  global  basis. 

Our  problem,  however,  in  making  educational  technologies  a  re- 
ality in  a  broad-based  manner,  is  the  lack  of  local  resources  to  in- 
vest in  both  the  hardware  and  software,  not  to  mention  the  teacher 
training. 

The  Modern  Educational  Technology  Center  is  a  unique  private- 
public  partnership  set  up  which  includes  Fortune  500  companies, 
local  companies,  school  administrators,  schoolteachers,  members  of 
the  board  of  education,  the  county  council — in  short,  it  is  a  commu- 
nity-wide effort  to  bridge  the  gap  of  resources. 

However,  in  order  to  bridge  the  gap  fully,  there  is  a  role  that  the 
Federal  Government  needs  to  step  in  and  play  in  order  to  take  a 
leadership  position  and  encourage  the  development  of  educational 
technology. 

Specifically,  it  makes  good  economic  sense — I  understand  the 
committee's  discretionary  outlays  are  quite  limited,  but  think  of 
this  for  a  moment.  Educational  technology  allows  economies  of 
scale  to  be  garnered,  for  instance,  in  distance  learning,  instead  of 
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hiring  five  teachers  at  five  separate  schools  to  teach  the  same  sub- 
ject to  a  Umited  number  of  students,  you  can  have  one  teacher  at 
one  school  reach  all  five  schools. 

In  places  like  Alaska,  for  instance,  where  distance  learning  could 
be  very  well  used,  this  makes  incredible  economic  sense. 

There  also  are  savings  on  resources  with  customized  textbooks. 
We  can  actually  now  have  the  teacher  design  a  textbook  to  facili- 
tate individual  learning  by  a  student  based  on  their  needs,  and  not 
just  on  the  lowest  common  denominator  in  the  classroom,  so  there 
could  be  savings  ultimately  on  resources  as  the  purchases  are  not 
made  in  hard  copy  but  are  through  a  computer. 

Finally,  the  investment  in  the  future  for  U.S.  competitiveness 
means  that  we  are  producing  a  better,  well-trained  work  force 
which  will  be  better  able  to  meet  the  global  challenge,  and  that  is 
an  increasing  need  throughout  our  country. 

What  I  am  here  today  to  stress  most  importantly  is  that  S.  1040, 
which  has  been  introduced  by,  among  others.  Senator  Kennedy  and 
Senator  Harkin,  would  promote  technology  for  education.  I  am 
pleased  to  say  that  the  Senate  has  included  title  I  of  S.  1040  in  its 
version  of  Goals  2000  Educate  America  Act.  We  believe  that  the 
passage  and  funding  of  S.  1040  in  its  entirety,  however,  is  essential 
if  the  United  States  is  to  meet  the  challenge  that  our  country  faces 
in  transforming  our  schools  and  our  work  force  to  compete  in  the 
technology  age. 

School  systems  need  to  work  more  closely  with  the  business  com- 
munity and  businesses,  need  to  become  more  involved  by  providing 
resources,  expertise,  and  guidance.  S,  1040  allows  us  to  have  that. 

Specifically,  title  III,  school  technology,  equipment,  staff  develop- 
ment and  staff  support,  title  FV,  educational  technology,  product 
development,  production  and  distribution,  and  title  V,  educational 
application  of  advanced  technologies  and  networks,  will  allow  the 
promise  of  educational  technology  to  become  a  reality. 

PREPARED  STATEMENT 

I  understand  the  budgetary  constraints  that  are  being  faced  on 
the  Federal  level,  and  specifically  by  the  subcommittee.  However, 
it  is  very  important  that  we  begin  now  to  compete  with  the  Euro- 
pean education  systems,  with  the  Asian  education  systems,  in  our 
own  country,  to  train  our  work  force  for  the  future. 

I  urge  that  the  subcommittee  put  in  its  budget  funding  for  edu- 
cational technologies,  and  I  thank  you. 

Senator  Murray.  Thank  you. 

[The  statement  follows:] 

Statement  of  David  Rosenblatt 

Mr.  Chairman  and  Members  of  the  Subcommittee,  my  name  is  David  Rosenblatt, 
and  I  am  Chairman  of  the  Modem  Educational  Technology  Center,  Inc.  (METEC). 
On  behalf  of  myself,  Rick  Lane,  METEC's  Executive  Director,  and  our  organization, 
I  would  like  to  thank  you  for  giving  us  the  opportunity  to  testify  today  in  front  of 
your  Subcommittee. 

METEC  is  a  non-profit  corporation  located  in  Montgomery  County,  Maryland, 
whose  purpose  is  to  promote  the  use  of  technology  in  education.  It  was  created  to 
help  ensure  the  best  education  available  for  Montgomery  County  students  by  assist- 
ing in  the  coordination  of  parent-school-business  partnerships.  Specifically, 
METEC's  primary  purpose  is  to  establish,  promote,  advance,  improve  and  partici- 
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pate  in  projects  for  the  purpose  of  encouraging  the  understanding  and  use  of  tech- 
nology in  connection  with  education. 

On  December  18th  of  last  year,  the  Washington  Post  published  an  editorial  called, 
"A  Computer  Gap".  The  editorial  stated  that  "though  99  percent  of  American  ele- 
mentary and  secondary  schools  now  have  some  kind  of  computer  equipment,  stu- 
dents in  those  schools  rank  behind  those  from  several  European  countries  when 
they  were  asked  directly  about  their  own  computer  habits  or  tested  on  their  com- 
puter skills."  The  editorial  went  on  to  point  out  that  the  "more  familiar  problem  is 
that  teachers  know  even  less  in  many  cases  about  the  new  technology  than  the  stu- 
dents do." 

In  the  past,  most  educational  technology  implementation  plans  at  the  local  level 
focused  on  the  number  of  computers  in  each  school  and  very  little  on  teacher  train- 
ing. Most  of  these  plans  did  not  include  desired  student  outcomes,  and  no  real  effort 
was  made  to  encourage  the  innovative  use  of  different  educational  technologies  by 
teachers  and  administrators.  The  funds  for  the  purchase  of  hardware  and  software 
were  hard  to  come  by  and  funding  for  teacher  training  on  technology  uses  was  al- 
most non-existent.  The  inability  of  teachers  and  administrators  to  find  information 
on  successful  uses  of  technology  in  the  classroom  caused  them  to  either  "reinvent 
the  wheel"  on  new  educational  technology  uses  or  to  totally  refrain  from  using  tech- 
nology in  any  meaningful  way. 

But  now,  most  school  systems  are  at  the  very  early  stages  of  developing  and  im- 
plementing new  comprehensive  educational  technology  policies.  Most  local  and  state 
educational  technology  policies  no  longer  focus  exclusively  on  computers,  but  are 
more  broad-based  and  incorporate  differing  technologies,  such  as  the  usage  of  fiber 
optic  transmission  and  video  and  audio  CD  ROM  disks.  Also,  the  new  technology 
policies  make  teacher  training  a  primary  focus  and  Boards  of  Education  are  provid- 
ing incentives  to  teachers  and  administrators  to  be  more  creative  in  their  use  of 
educational  technologies  to  propel  their  school  systems  into  the  21st  century. 

Today,  students  can  travel  around  the  world  without  leaving  their  desk;  inner- 
city  children  can  be  exposed  to  the  best  and  brightest  minds  in  the  world  through 
interactive  data  and  video;  teachers  can  for  the  first  time — from  their  home  or  class- 
room— research  issues  and  customize  text  books  for  their  students;  and,  at  a  time 
when  in  so  many  households  either  both  parents  work  or  a  child  is  from  a  single 
parent  family,  parents  can  communicate  electronically  with  administrators  and 
t'jachers  from  the  convenience  of  their  homes  or  offices.  Parents  can  also  down  load 
homework  assignments,  grades,  or  other  school  information  so  they  can  better  track 
the  progress  of  their  children.  In  short,  parents  can  play  active  roles  in  their  chil- 
dren s  educations  despite  their  real-life  time  pressures. 

But  for  all  the  possibilities  that  technology  brings  to  our  children  and  classrooms, 
one  major  problem  remains.  As  was  reflected  during  a  Telecommunications  Sub- 
committee hearing  on  the  Information  Super  Highway  last  month,  the  real  problem 
(at  the  local  level)  is  the  lack  of  resources  to:  purchase  educational  hardware  and 
software;  develop  new  educational  technologies;  and  properly  train  our  teachers  to 
effectively  use  these  new  technologies. 

We  at  METEC  believe  we  have  developed  a  creative  way  in  which  to  help  our 
local  school  system  fund  its  technology  initiative.  We  are  planning  on  encouraging 
companies  to  go  beyond  the  traditional  mentoring  programs  and  to  work  with  our 
administrators,  teachers  and  students  to  develop  new  and  innovative  educational 
hardware  and  software  applications.  We  believe  that  if  these  applications  are  suc- 
cessfully developed  and  marketed,  the  school  system  could  work  out  a  royalty  agree- 
ment with  the  company  which  would  provide  the  school  system  with  an  additional 
revenue  stream. 

Our  organization  believes  this  type  of  private/public  partnership  will  accomplish 
a  nimiber  of  objectives:  First,  it  will  keep  our  school  system  on  the  cutting  edge  of 
technology  uses  in  the  classroom;  Second,  it  will  encourage  both  local  and  national 
corporations  to  look  at  educational  technologies  as  a  new  market  opportunity;  Third, 
it  will  provide  companies  with  a  place  to  test  and  develop  new  educational  tech- 
nology applications;  Fourth,  by  focusing  on  R&D  projects,  it  will  create  an  edu- 
cational system  that  encourages  and  rewards  innovation;  Fifth,  it  will  improve  the 
skills  of  our  teachers  and  provide  our  country  with  a  more  competitive,  well  trained 
workforce;  Sixth,  local  companies  involved  in  these  initiatives  will  have  an  even 
greater  stake  in  their  community's  future. 

However,  in  order  for  entities  like  METEC  to  accomplish  its  objectives,  federal 
leadership  and  resources  are  necessary.  The  U.S.  Department  of  Education  has  an 
incredible  opportunity  to  share  in  the  leadership  of  one  of  the  most  dramatic  meta- 
morphosis our  public  schools  will  ever  experience.  The  ability  of  technology  to  bring 
down  the  traditional  four  walls  of  a  classroom  enables  us  as  a  community,  and  as 
a  nation,  to  reevaluate  the  current  classroom  model  developed  in  the  late  19th  Cen- 
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tury,  and  develop  schools  and  entire  systems  based  on  new  assumptions,  strategies, 
designs,  and  structures. 

That  is  why  our  organization  strongly  supports  S.  1040,  The  Technology  for  Edu- 
cation Act  of  1993.  Though  METEC  is  pleased  that  the  Senate  included  Title  I  of 
S.  1040  in  its  version  of  Goals  2000:  Educate  America  Act,  we  believe  that  the  pas- 
sage and  funding  of  S.  1040  in  its  entirety  is  essential  if  the  United  States  is  to 
meet  the  challenge  our  country  faces  in  transforming  our  schools  and  our  workforce 
to  compete  in  the  technology  age.  School  systems  will  need  to  work  more  closely 
with  the  business  community  and  businesses  will  need  to  become  more  involved  by 
providing  resources,  expertise  and  guidance.  More  entities  like  METEC  need  to  be 
established  to  help  buffer  the  differences  and  to  build  the  necessary  trust  between 
the  private  and  public  sectors.  This  process  is  a  community  effort  in  which  the  fed- 
eral government  has  an  important  role. 

There  are  several  provisions  within  S.  1040  that  are  of  particular  interest  to 
METEC  and  that  we  believe  will  encourage  corporations  and  schools  to  work  more 
closely  together.  Title  III  of  S.  1040,  "School  Technology  Equipment,  Staff  Develop- 
ment, and  Technical  Support",  will  help  enable  local  educational  agencies,  especially 
in  poorer  school  districts,  to  purchase  necessary  hardware  and  software.  Title  IV  of 
S.  1040,  "Educational  Technology  Product  Development,  Production,  and  Distribu- 
tion", is  instrumental  to  encourage  high-technology  corporations  to  begin  looking  at 
educational  technology  as  a  new  investment  opportunity.  And  finally.  Title  V,  "Edu- 
cational Application  of  Advanced  Technologies  and  Networks,"  will  help  ensure  our 
schools  stay  on  the  cutting  edge  of  technology  uses  in  the  classroom. 

Last  year  Congress  approved  an  appropriation  of  $5  million  for  State  Technology 
Planning  grants  subject  to  authorization.  There  are  also  some  federal  dollars  avail- 
able for  technology  initiatives  through  the  Fund  for  Innovation  through  Education 
(FIE).  While  we  believe  this  is  a  good  first  step,  in  order  to  really  address  the  prob- 
lems state  and  local  educational  agencies  face,  the  U.S.  Department  of  Education 
must  play  a  more  pivotal  role.  It  must  not  only  help  states  with  funding  for  the  de- 
velopment of  their  technology  plans,  but  must  provide  the  leadership  and  dollars  so 
that  the  states  and  local  educational  agencies  can  implement  those  plans. 

We  all  know  that  technology,  as  a  tool  and  as  an  industry,  is  having — and  will 
continue  to  have — a  more  profound  effect  on  our  country's  future  more  than  any 
other  single  influence.  The  country  is  at  the  threshold  of  a  technological  revolution 
that  is  only  limited  by  our  collective  imagination.  For  our  country  to  thrive,  the 
country  must  dedicate  itself  to  harnessing  the  possibilities  that  technology  holds  for 
our  future  and  pass  these  possibilities  on  to  our  children  so  that  they  may  make 
them  real.  The  United  States  must  begin  now  in  a  sustained  effort  to  bring  tech- 
nology into  the  classroom.  The  Congress  and  the  Department  of  Education  has 
meaningful  roles  to  play,  despite  budget  pressures,  as  a  facilitator  of  resources  and 
information  to  help  the  U.S.  educational  system  improve  to  increase  the  long-term 
competitiveness  of  the  United  States. 

STATEMENT  OF  KAREN  BOWYER,  AMERICAN  ASSOCIATION  OF  COM- 
MUNITY COLLEGES 

Senator  Murray.  Dr.  Bowyer. 

Dr.  BowYER.  Thank  you,  Senator  Murray.  My  name  is  Karen 
Bowyer,  and  I  am  president  of  Dyersburg  State  Community  College 
in  Dyersburg,  TN.  I  am  pleased  to  appear  before  you  to  represent 
the  views  of  my  institution  and  those  of  the  American  Association 
of  Community  Colleges  on  fiscal  year  1995  appropriations  for  the 
Departments  of  Education  and  Labor. 

AACC  represents  over  1,100  public  and  private  degree-granting 
regionally  accredited  2-year  institutions  of  higher  education.  We 
have  found  that  for  many  low-income  individuals  willing  to  attend 
a  community  college,  the  specter  of  debt  burden  is  sufficient  to  in- 
timidate them  from  entering  postsecondary  education. 

In  conducting  financial  aid  workshops  in  public  housing  centers, 
we  have  found  the  majority  of  the  participants  were  former  college 
students  who  had  defaulted  on  a  student  loan  who  are  now  ineli- 
gible for  Federal  financial  aid.  Since  they  must  have  aid  to  attend 
college,  most  will  never  return  to  school  and  consequently  they 
have  a  slim  chance  of  leaving  public  housing.  If  these  students 
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would  have  had  access  to  sufficient  Pell  grants,  they  would  not  be 
in  this  intractable  situation. 

A  vital  Pell  grant  program  is  essential  to  maintaining  real  access 
to  postsecondary  education  in  general  and  community  colleges  in 
particular.  Changes  in  the  amount  of  the  grant,  which  might  seem 
small  to  policymakers,  have  a  profound  impact  on  thousands  of  in- 
dividual decisions  made  across  the  country  about  whether  or  not  to 
attend  college. 

AACC  is  requesting  a  Pell  grant  maximum  of  $2,500  for  the 
1995-96  award  year.  This  $200  increase  in  the  current  maximum 
is  eminently  achievable,  given  that  the  recent  mushrooming  of  the 
program's  cost  has  subsided.  A  $200  increase  in  the  maximum 
should  cost  well  under  $400  million,  less  than  a  6-percent  increase 
in  program  costs  over  fiscal  year  1994. 

I  also  call  your  attention  to  what  is  probably  the  most  under- 
funded program  in  the  entire  Higher  Education  Act,  with  the  pos- 
sible exception  of  Pell  grants  and  title  VII  facility  construction 
grants.  This  is  part  A  of  title  III,  the  strengthening  institutions 
program. 

As  you  know,  title  III  grants  are  awarded  to  institutions  with  rel- 
atively few  resources  that  serve  high  percentages  of  disadvantaged 
students.  We  have  had  title  III  grants  which  have  helped  us  pro- 
vide computer  laboratories  for  our  students,  foreign  language  lab- 
oratory technology  training  for  faculty  and  staff,  and  up-to-date 
equipment  for  our  science  laboratories. 

AACC  urges  the  subcommittee  to  fund  part  A  of  title  III  at  $100 
million  in  fiscal  year  1995,  up  from  $88.6  million  in  the  current 
year. 

PREPARED  STATEMENT 

I  would  also  like  to  focus  on  the  tech  prep  program  authorized 
under  the  Perkins  Act.  Tech  prep  represents  a  cutting  edge  in  edu- 
cational reform.  It  has  allowed  us  to  work  more  closely  than  ever 
before  with  13  high  schools  in  our  service  area,  and  this  is  true 
across  the  country  with  community  colleges.  We  urge  the  sub- 
committee to  allow  tech  prep  to  continue  to  expand  and  flourish  by 
funding  it  at  $125  million  in  fiscal  year  1995,  in  contrast  to  the  ad- 
ministration's request  of  $114.1  million. 

Finally,  let  me  state  AACC's  support  for  the  general  thrust  of  the 
administration's  reemployment  act  of  1994,  which  is  about  to  be  in- 
troduced. 

This  concludes  my  statement.  Thank  you  and  I  would  be  happy 
to  answer  any  questions. 

[The  statement  follows:] 

Statement  of  Dr.  Karen  Bowyer 

Mr.  Chairman  and  Members  of  the  Subcommittee,  good  morning.  My  name  is  Dr. 
Karen  Bowyer  and  I  am  President  of  Dyersburg  State  Community  College  located 
in  Dyersburg,  Tennessee.  I  am  pleased  to  appear  before  you  today  to  represent  the 
views  of  my  institution  and  those  of  the  American  Association  of  Community  Col- 
leges (AACC)  on  fiscal  year  1995  appropriations  for  the  Departments  of  Education 
and  Labor.  AACC  represents  over  1,100  public  and  private  degree-granting,  region- 
ally accredited  two-year  institutions  of  higher  education.  These  comments  are  also 
endorsed  by  the  Association  of  Community  College  Trustees  (ACCT).  I  also  currently 
serve  as  Chair  of  the  AACC/ACCT  Joint  Commission  on  Federal  Relations. 
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As  you  are  well  aware,  community  colleges  represent  the  nation's  largest  and  fast- 
est growing  segment  of  American  higher  education.  Two-year  colleges  now  enroll 
more  than  6.5  million  credit  students — almost  45  percent  of  all  the  individuals  at- 
tending college  in  the  United  States.  Community  colleges  educate  slightly  more  than 
half  of  all  first-year  college  students.  They  also  enroll  disproportionate  numbers  of 
minority  students — twenty-three  percent  of  community  college  students  are  from 
ethnic  minority  groups,  and  45  percent  of  those  are  African-Americans.  In  many  re- 
spects, community  colleges  have  become  the  Ellis  Island  of  higher  education. 

Community  college  students  are  heavily  dependent  on  federal  financial  assistance. 
While  our  institutions  remain  dedicated  to  keeping  tuitions  as  low  as  possible  in 
order  to  make  the  "open  door"  concept  an  ongoing  reality — for  example,  the  average 
community  college's  cost  of  attendance  increased  by  only  10.5  percent  in  real  terms 
from  1982  to  1991,  much  less  than  for  other  sectors  of  higher  education — many  com- 
munity college  students  come  from  such  impoverished  oackgrounds  that,  without 
student  financial  aid,  they  could  never  hope  to  meet  all  the  costs  associated  with 
attending  one  of  our  institutions.  The  fact  is  that  even  community  colleges  are  now 
far  from  free;  the  average  total  cost  of  attending  a  two-year  public  institution,  in- 
cluding all  living  and  transportation  expenses,  is  $5,372  for  the  1993-94  academic 
year.  The  average  weighted  tuition  alone  is  $1,229.  This  is  a  wonderful  bargain,  but 
it  still  represents  a  daunting  sum  of  money  for  many  potential  students. 

We  have  found  that  for  many  low-income  individuals  wanting  to  attend  a  commu- 
nity college — these  students  are  often  the  most  disadvantaged  educationally — the 
specter  of  debt  burden  is  sufficient  to  intimidate  them  from  entering  postsecondary 
education.  Loans  are  not  equal  to  grants,  particularly  for  minority  and  low-income 
people  who  tend  not  to  have  as  much  familiarity  with  credit  as  other  individuals. 
Nevertheless,  the  federal  government  seems  perilously  close  to  sanctioning  a  policy 
in  which  the  financing  of  college  costs  is  done  entirely  through  loans. 

For  these  and  other  reasons,  a  vital  Pell  Grant  program  is  essential  to  maintain- 
ing real  access  to  postsecondary  education  in  general  and  community  colleges  in 
particular.  Changes  in  the  grant  that  might  seem  small  to  policymakers  have  a  pro- 
found impact  on  thousands  of  individual  decisions  made  across  the  country  about 
whether  or  not  to  attend  college.  Unfortunately,  Pell  Grants  have  languished  over 
the  last  decade.  This  program,  once  the  bedrock  of  the  student  financial  aid  system, 
now  represents  only  18  percent  of  total  student  aid  funding.  The  maximum  grant 
has  declined  by  more  than  30  percent  in  real  terms  since  1979-80,  at  a  time  when 
overall  college  tuitions  increased  much  more  rapidly  than  the  Consumer  Price 
Index. 

We  acknowledge  the  herculean  efforts  this  subcommittee  has  made  to  keep  the 
Pell  Grant  program  viable  in  the  face  of  its  ever-mounting  cost.  The  swelling  pool 
of  program  beneficiaries,  rising  from  2.6  million  in  the  1986-87  academic  year  to 
an  estimated  4.1  million  in  the  current  award  year,  has  had  frightening  cost  impli- 
cations. But  the  investment  that  the  federal  government  makes  in  this  program 
reaps  extraordinary  benefits.  This  investment  is  reflected  in  the  fact  that,  for  exam- 
ple, individuals  with  an  associate  degree  earn  on  average  60  percent  more  than 
those  with  a  high  school  diploma.  Just  as  important,  however,  is  the  sense  of  equity 
and  upward  mobility  that  the  Pell  Grant  program  has  come  to  symbolize.  The 
growth  in  Pell  Grant  expenditures,  as  troubling  as  it  has  been  to  this  subcommittee, 
is  a  prime  measure  of  its  success.  It  means  the  program  is  achieving  its  very  pur- 
pose: creating  greater  access  to  postsecondary  education. 

AACC  is  requesting  a  Pell  Grant  maximum  of  $2,500  for  the  1995-96  award  year. 
This  $200  increase  from  the  current  maximum  is  eminently  achievable  given  that 
the  recent  mushrooming  of  the  program's  cost  has  subsided;  a  $200  increase  in  the 
maximum  should  cost  well  under  $400  million,  less  than  a  6  percent  increase  in  pro- 
gram costs  over  fiscal  year  1994.  "rhis  maximum  would  represent  a  new  high-water 
mark  for  Pell  and  would  be  an  achievement  of  which  the  subcommittee  could  be  jus- 
tifiably proud.  It  certainly  would  have  a  positive  effect  on  college  students  across 
the  country. 

AACC  also  supports  increases  of  no  less  than  inflation  for  the  three  Campus- 
Based  programs:  Federal  Supplemental  Educational  Opportunity  Grants,  Federal 
College  Work  Study,  and  Federal  Perkins  Loans.  We  also  stand  behind  the  State 
Student  Incentive  Grant  (SSIG)  program,  irrespective  of  the  Administration's  pro- 
posal to  eliminate  it.  Despite  what  some  people  say,  SSIG  does  in  fact  leverage  state 
funds;  if  you  take  the  program  away,  you  will  likely  simultaneously  eliminate  seven 
or  eight  state  grant  programs. 

I  also  call  your  attention  to  what  is  probably  the  most  underfunded  program  in 
the  entire  Higher  Education  Act,  with  the  possible  exception  of  Pell  Grants  and 
Title  VII  facilities  construction  grants.  This  is  Part  A  of  Title  III,  the  Strengthening 
Institutions  program.  As  you  know.  Title  III  grants  are  awarded  to  institutions  with 
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relatively  few  resources  that  serve  high  percentages  of  disadvantaged  students.  Title 
III  provides  struggling  institutions  with  precious  funding  that  they  can  deploy  with 
some  discretion — to  order  new  books  for  the  library,  to  bolster  institutional  tracking 
systems  of  student  performance,  to  add  counseling  services,  and  so  forth.  By  defini- 
tion, all  institutions  that  are  eligible  to  receive  these  grants  sorely  need  the  funding; 
but  because  of  the  stiff  competition  for  grants,  only  15.3  percent  of  475  applicants 
received  them  in  fiscal  year  1993.  This  generates  a  demoralizing  djrnamic  in  which 
institutions  submit  superb  applications  that  get  high  ratings  and  still  aren't  funded. 

The  truth  is  that,  despite  its  many  merits,  Part  A  of  Title  III  has  become  some- 
thing of  an  ignored  program.  No  one  wants  to  cut  Part  A  because  its  value  is  almost 
universally  acknowledged,  but,  alternatively,  no  one  seems  to  be  willing  to  do  more 
than  continue  the  program.  AACC  urges  the  subcommittee  to  fund  Part  A  of  Title 
III  at  $100  million  in  fiscal  year  1995,  up  from  $88.6  million  in  the  current  year. 
This  will  allow  approximately  30  additional  institutions  to  receive  grants. 

Community  colleges  also  have  a  great  interest  in  the  Carl  D.  Perkins  Vocational 
and  Applied  Technology  Education  Act.  The  Basic  State  Grants  portion  of  this  pro- 
gram has  been  criticized,  but  its  funds  are  used  for  a  variety  of  programmatic  im- 
firovements  that  often  would  not  occur  without  the  federal  effort — be  it  computer 
aboratories,  computer-assisted  design  instrumentation,  or  automotive  technology 
equipment.  Like  Title  III,  these  funds  are  of  enormous  benefit  to  our  schools  because 
they  can  be  used  in  a  variety  of  ways.  Perkins  equipment  funds  also  have  tremen- 
dous state  and  private  leveraging  power.  It  is  rare  to  find  large  and  expensive 
equipment  in  a  community  college  that  has  just  one  funding  source,  and  Perkins 
is  a  key  component  of  the  leveraging  equation. 

I  would  like  to  focus  on  the  Tech-Prep  program  authorized  under  the  Perkins  Act. 
Tech-Prep  represents  the  cutting  edge  in  educational  reform.  It  helps  create  part- 
nerships between  high  schools  and  postsecondary  institutions,  links  academic  and 
vocational  education,  and  emphasizes  the  teaching  of  practices  found  in  high-per- 
formance work  organizations.  The  federal  government  has  acted  as  an  essential  cat- 
alyst of  this  program;  its  relatively  small  investment  in  Tech-Prep  has  led  to  the 
establishment  of  Tech-Prep  consortia  in  36  percent  of  the  nation's  community  col- 
leges in  the  1991-92  academic  year,  with  58  percent  planning  to  have  at  least  one 
program,  according  to  an  August  1993  GAO  study.  Given  this  dynamic  growth,  it 
is  not  surprising  that  Tech-Prep  is  viewed  by  the  Administration  as  being  a  key 
component  of  its  School-to-Work  (STW)  strategy.  Regrettably,  the  Tech-Prep  appro- 
priation was  frozen  in  fiscal  year  1994  at  the  previous  year's  level  of  $104.1  million. 
This  was  consistent  with  the  general  holding  pattern  that  the  Administration  took 
in  regards  to  Perkins.  However,  we  vu-ge  the  Subcommittee  to  allow  Tech-Prep  to 
continue  to  expand  and  flourish  by  funding  it  at  $125  million  in  fiscal  year  1995, 
in  contrast  to  the  Administration's  request  of  $114.1  million.  The  funds  are  needed 
in  order  to  maintain  the  program's  momentum;  they  will  also  help  create  a  fluid 
interface  between  Tech-Prep  and  STW  and  thereby  lay  the  groundwork  for  a  na- 
tional STW  system. 

AACC  endorses  the  Administration's  recommendation  of  $300  million  in  joint  ED/ 
DOL  funding  for  the  STW  program.  AACC  strongly  endorses  the  pending  STW  legis- 
lation, and  is  particularly  pleased  that  STW  "career  programs"  will  generally  pro- 
vide a  clear  route  to  postsecondary  education  or  traimng.  Already,  the  development 
grants  provided  through  the  fiscal  year  1994  appropriation  are  being  felt  across  the 
country. 

Finally,  let  me  state  AACC's  support  for  the  general  thrust  of  the  Administra- 
tion's Reemployment  Act  of  1994,  which  is  about  to  be  introduced.  Many  community 
colleges  play  an  important  role  in  the  delivery  of  local  Job  Training  Partnership  Act 
(JTPA)  training  and  education  services.  The  colleges  are  keenly  aware  that  current 
federal  education  and  job  training  programs  overlap  needlessly  and  are  at  times 
conflicting.  We  believe  that  streamhning  these  programs  and  providing  enhanced 
services  to  dislocated  workers  is  long  overdue.  The  Administration  has  pledged  to 
fund  this  new  initiative  at  a  level  that  will  go  far  in  providing  the  inunense  tunount 
of  services  that  are  necessary.  AACC  commends  thus  subcommittee  for  providing 
substantially  enhanced  funding  for  the  Dislocated  Workers  program  in  JTPA  in  fis- 
cal year  1994,  and  hopes  that  resources  can  be  identified  to  fund  the  Reemplo3anent 
Act  at  the  level  of  $1,465  billion  requested  by  the  Administration. 

In  summary,  AACC  requests  for  fiscal  year  1995:  A  Pell  Grant  maximum  of 
$2,500;  inflation  increases  for  the  Campus-Based  and  SSIG  programs;  $100  million 
for  Part  A  of  Title  III;  $125  million  for  Tech-Prep;  and  the  Administration's  fiscal 
year  1995  Budget  request  for  School-to-Work  Transition  and  the  Reemployment  Act. 

This  concludes  my  prepared  statement.  I  would  be  happy  to  answer  any  questions 
that  you  may  have. 
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Senator  Murray.  Thank  you.  It  is  my  understanding  that  Mr. 
Innes'  interpreter  has  to  leave,  so  I  am  going  to  stop  the  testimony 
for  1  minute.  I  would  like  to  ask  him  a  question  before  he  leaves. 

Mr.  Innes,  you  have  requested  full  funding  for  IDEA,  part  B 
State  grants.  Should  this  goal  be  pursued  at  the  expense  of  funding 
for  other  smaller  programs? 

Mr.  Innes.  No;  I  would  not  suggest  that.  The  current  situation 
is  that  all  services  can  be  provided,  services  that  are  crucial  to  giv- 
ing the  children  the  appropiiate  placement  and  services.  I  am  not 
suggesting  that  they  provide  it  at  the  expense  of  other,  smaller  pro- 
grams, but  that  the  Congress,  the  Government,  keep  its  early  com- 
mitment to  providing  40  percent  levels  of  funding. 

Senator  Murray.  Thank  you.  Thank  you  very  much. 

STATEMENTS  OF: 

CLARA  BERG,  NATIONAL  PARENT  NETWORK  BOARD 
JOSEPH  J.  McNULTY,  DIRECTOR,  HELEN  KELLER  NATIONAL  CEN- 
TER FOR  DEAF-BLIND  YOUTHS  AND  ADULTS 

Senator  Murray.  We  will  move  back  to  the  testimony  of  Ms. 
Berg  and  Mr.  McNulty. 

Mr.  McNuLTY.  Yes;  Senator,  I  am  Joe  McNulty,  director  of  the 
Helen  Keller  National  Center.  I  appreciate  the  opportunity  to 
speak  on  behalf  of  our  appropriation  for  1995.  We  are  requesting 
funding  at  $7.7  million  for  HKNC,  which  is  a  $1  million  increase 
over  the  1994  appropriation. 

With  me  is  Mrs.  Clara  Berg,  who  is  a  member  of  the  National 
Parent  Network  Board.  This  is  an  organization  of  parents  and  fam- 
ilies of  individuals  who  are  deaf  and  blind. 

Ms.  Berg.  Good  morning.  My  name  is  Clara  Berg.  I  am  married, 
and  we  have  three  children,  ages  12,  13,  and  14.  Our  mid-son, 
Kenny,  was  bom  very  premature,  and  due  to  an  amount  of  oxygen 
he  became  deaf,  blind,  and  he  had  brain  damage. 

Today,  Kenny  attends  Perkins  School  for  the  Blind  in  Boston. 
Once  Kenny  went  to  school,  I  had  some  free  time  on  my  hands  and 
I  decided  to  meet  other  parents  of  children  who  are  deaf-blind,  too, 
and  in  1987  we  formed  the  New  York  Parent  Network,  serving  chil- 
dren who  are  visual  and  hearing  impaired  and  their  families. 

Today,  we  have  more  than  150  families  throughout  New  York 
State  and  we  meet  every  other  month.  As  we  network  together,  one 
of  the  topics  that  comes  again  and  again  in  our  meetings  is  the  fear 
of  the  families  about  what  is  going  to  happen  to  our  loved  ones  who 
are  deaf-blind  once  they  turn  21. 

Expressing  those  needs  and  trying  to  help  to  plan  for  the  future 
of  our  children,  I  have  been  involved  for  the  last  4  years  with  the 
Helen  Keller  National  Center,  the  Helen  Keller  TAC,  and  the  na- 
tional training  team.  We  have  been  invited  to  participate  in  work- 
shops related  to  transition  of  future  planning,  and  we  always  bene- 
fit from  the  information  and  knowledge  acquired  in  these  meetings. 

We  have  at  the  New  York  Parent  Network  a  large  percentage  of 
families  who  speak  only  Spanish,  with  no  English  background 
whatsoever,  and  also  are  new  to  the  educational  system.  We  have 
been  trying  to  empower  them  to  get  the  services  for  their  children 
and  to  learn  how  to  work  in  partnership  with  the  schools  and  agen- 
cies. The  fear  is  always  there,  thinking  about  what  it  is  going  to 
be  after  21. 
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Most  of  our  children  will  never  be  able  to  make  a  decision  on 
their  own,  and  we  will  have  to  provide  a  future  that  will  enable 
them  to  have  a  quality  of  life.  We  are  counting  on  the  Helen  Keller 
National  Center  to  provide  our  children  with  an  array  of  services 
and  communications  skills  that  will  allow  them  to  have  an  active 
life  in  their  communities. 

The  demands  on  the  center  have  never  been  greater.  We  have 
about  9,000  children  in  the  United  States  that  have  been  identified 
as  deaf-blind,  and  we  also  have  to  take  care  of  our  growing  older 
population  that  is  becoming  visually  and  hearing  impaired.  We 
have  to  keep  in  consideration  the  closing  of  many  institutions. 
Youngsters  and  adults  who  are  deprived  of  sight  and  hearing  face 
a  very  secluded  life  unless  we  help  them.  The  Helen  Keller  Na- 
tional Center  is  fully  committed  to  support  and  help  the  families 
of  the  youngsters  who  are  deaf-blind  at  a  local  and  national  level. 

I  am  also  involved  in  the  National  Parent  Network,  like  Joe  said, 
and  I  personally  fear  for  my  son's  future.  He  is  only  14  now,  and 
I  am  very  afraid  for  him.  If  my  son  Kenny  and  many  other  Kennys 
are  to  live  a  full  and  productive  life,  the  Helen  Keller  National 
Center  must  be  given  the  funding  to  train  job  coaches,  group  home 
staff,  et  cetera,  et  cetera,  so  that  Kenny  and  many  Kennys  can  ac- 
cess these  programs  and  services. 

PREPARED  STATEMENT 

On  behalf  of  the  families  I  represent,  as  well  as  my  own,  I  would 
ask  you  to  try  to  walk  in  our  shoes  and  try  to  make  our  dreams 
for  tomorrow  a  reality  today,  funding  schools  and  agencies  who  can 
help  to  enhance  the  lives  of  our  deaf-blind  children. 

Thank  you  so  much. 

[The  statement  follows:] 

Joint  Statements  of  Joseph  McNulty  and  Clara  Berg 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  Joseph  McNulty,  Director  of 
the  Helen  Keller  National  Center  for  Youths  and  Adults  who  are  Deaf-Blind 
(HKNC).  Accompanying  me  in  presenting  testimony  this  morning  is  Mrs.  Clara 
Berg,  a  member  of  the  Board  of  the  National  Parent  Network  which  is  an  organiza- 
tion of  parents  and  families  of  individuals  who  are  deaf-blind.  We  appreciate  the  op- 
portunity to  testify  on  fiscal  year  1995  appropriations  for  the  Center. 

The  Center's  fiscal  year  1994  appropriation  was  $6,741,000,  an  increase  of 
$177,000  (2.7  percent)  over  fiscal  year  1993.  While  any  additional  funding  is  cer- 
tainly appreciated,  HKNC  was  unable  to  address  any  of  its  critical  new  funding  pri- 
orities. These  priorities  have  not  changed  in  the  last  year.  We  therefore  respectfully 
urge  you,  Mr.  Chairman,  and  the  Subcommittee  to  provide  an  increase  of  $1  million 
to  allow  HKNC  to  address  several  critically  important  areas  of  need  in  deaf-blind- 
ness. 

The  Helen  Keller  National  Center  was  reauthorized  in  the  Fall  of  1992,  as  part 
of  the  Rehabilitation  Act  Amendments  of  1992.  The  law  contains  several  amend- 
ments which  impose  additional  responsibilities — and  costs — on  HKNC.  Congress 
mandated  a  new  purpose  for  the  Center  requiring  HKNC  to  "train  family  members 
of  individuals  who  are  deaf-blind  at  the  Center  or  anywhere  else  in  the  United 
States,  in  order  to  assist  family  members  in  providing  and  obtaining  appropriate 
services  for  the  individual  who  is  deaf-blind". 

Providing  training  and  support  to  families  has  proven  to  be  extremely  effective 
in  enabling  them  to  acquire  appropriate  services  for  people  who  are  deaf-blind,  par- 
ticularly those  preparing  to  leave  the  educational  system  and  those  who  have  other 
disabling  conditions  such  as  mental  retardation.  For  many  people  who  are  deaf- 
blind,  the  family  has  served  as  the  case  manager,  advocate  and,  too  often,  the  pri- 
mary care  provider. 
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Over  the  past  five  years  HKNC  has  been  assisting  family  members  in  acquiring 
the  skills  needed  to  ensure  that  their  relatives  with  deaf-blindness  will  receive  the 
services  to  allow  them  to  live  and  work  in  the  community.  Currently  there  are  par- 
ent organizations  in  twenty-eight  states  and  Puerto  Rico  who  are  receiving  support 
from  HKNC.  The  National  Parent  Network's  Newsletter  goes  out  to  nearly  2,000 
parents.  On  June  27,  1994,  the  anniversary  of  Helen  Keller's  birthday,  the  National 
Parent  Network  will  become  the  National  Family  Association  for  Deaf-Blind:  sup- 
porting persons  who  are  deaf-blind  and  their  families.  Unfortunately,  we  were  forced 
to  delay  indefinitely  plans  to  hire  a  full  time  staff  person  to  coordinate  this  program, 
due  to  inadequate  funding. 

The  number  of  children  identified  as  deaf-blind  and  between  the  ages  of  birth  and 
22  is  nearly  9,000,  an  all  time  high.  At  the  same  time,  the  number  of  older  adults 
experiencing  age-related  vision  and  hearing  loss  is  growing  each  year.  If  the  individ- 
ual states  are  to  develop  appropriate  services  it  is  imperative  that  funds  be  provided 
to  conduct  a  thorough  demographic  study  of  the  deaf-blind  population  in  the  United 
States.  With  such  support,  HKNC  will  be  in  a  position  to  begin  to  establish  and 
maintain  a  national  registry  of  individuals  who  are  deaf-blind — a  vitally  important 
project,  the  purpose  of  which  will  be  to  ensure  that  all  deaf-blind  Americans  receive 
the  services  they  need. 

Section  208  of  the  HKNC  reauthorization  created  an  endowment  providing  for  a 
federal  match  of  the  funds  put  into  the  endowment.  Over  time,  the  endowment  will 
enable  HKNC  to  better  meet  the  demands  for  its  services.  By  attracting  non-federal 
support,  it  will  help  reduce  HKNC's  dependence  on  Federal  appropriations.  We  re- 
quest that  $50,000  be  identified  for  fiscal  year  1995,  to  be  used  to  match  non-gov- 
ernment moneys  put  into  the  endowment. 

The  curriculum  at  HKNC's  rehabilitation  training  program  has  undergone  dra- 
matic changes  and  improvements  over  the  past  few  years.  The  work  experience  de- 
partment has  been  expanded  to  provide  virtually  every  student  with  a  variety  of 
work  sites  both  on  and  off  campus.  A  second  placement  specialist  has  been  hired 
to  secure  appropriate  job  placements  for  students  in  their  home  community  upon 
completion  of  training  at  HKNC. 

A  program  was  designed  specifically  to  meet  the  needs  of  those  individuals  with 
disabling  conditions  in  addition  to  their  deaf-blindness.  Staff  were  hired  to  provide 
these  students  with  training  on  a  one  to  one  basis,  seven  days  a  week.  The  result 
has  been  a  remarkable  decrease  in  behavioral  problems,  improvement  in  the  rate 
of  skill  acquisition,  and  a  greater  success  rate  in  securing  vocational  and  residential 
placements  for  them. 

To  continue  to  meet  the  needs  of  the  individuals  being  served  in  the  training  pro- 
gram, two  critical  positions  must  be  added:  a  Coordination  of  the  Vocations  Services 
department  and  another  Staff  Interpreter.  The  interpreter  position  is  extremely  im- 
portant to  enable  the  deaf-blind  individual  to  have  reasonable  access  to  the  job  site, 
meet  with  a  prospective  employer,  and  otherwise  interact  with  the  external  environ- 
ment. 

The  HKNC  affiliate  network  has  continued  to  expand  to  where  it  now  includes 
thirty  eight  agencies.  The  purpose  of  the  program  is  to  provide  financial  and  tech- 
nical assistance  to  state  and  local  agencies  to  enable  them  to  serve  people  who  are 
deaf  blind.  In  the  current  program  year,  the  affiliated  agencies  are  receiving 
$300,000  from  HKNC  and  will  serve  approximately  3,000  individuals  who  are  deaf- 
blind.  An  additional  $100,000  would  enable  the  Center  to  fund  at  least  two  new  pro- 
grams next  year,  permitting  us  to  serve  an  additional  300  people. 

With  the  passage  of  the  Americans  With  Disabilities  Act  there  is  considerable 
pressure  on  architects,  contractors,  employers,  governments,  and  public  accommoda- 
tions to  comply  with  the  law  and  regulations.  As  a  national  program,  HKNC  is  often 
visited  by  consumers,  advocates  and  professionals  for  advice  and  suggestions  on  how 
to  properly  modify  the  environment  for  a  person  who  is  deaf-blind. 

Much  technology  has  been  developed  and  many  important  innovations  to  assist 
disabled  individuals  and  remove  environmental  barriers  have  evolved  since  the  Cen- 
ter was  constructed  a  quarter  century  ago.  We  have  not  had  the  resources  to  up- 
grade our  facilities,  and  our  buildings  are  no  longer  "state  of  the  art"  as  far  as  acces- 
sibility is  concerned. 

Since  hundreds  of  people  come  to  HKNC  each  year  for  seminars,  workshops  and 
internships  it  is  important  that  the  Center  serve  as  a  model  site  for  accessibility. 
We  request  a  one  time  appropriation  to  bring  the  Center  up  to  current  standards. 
Recommended  changes  include  an  upgrading  of  the  smoke  and  heat  detection  sys- 
tem to  include  improved  audio/visual  alarms,  and  changes  in  exterior  doors  to  pro- 
vide for  general  building  access. 
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CONCLUSION 


Deaf-blindness  is  a  low  incidence  disability.  It  is  also  one  of  the  most  devastating 
disabilities.  The  service  needs  of  people  with  deaf-blindness  are  both  intensive  and 
extensive.  Because  the  fiscal  year  1994  appropriation  for  HKNC  was  insufficient  to 
cover  the  increased  cost  of  living,  the  need  for  a  substantial  increase  in  fiscal  year 
1995  is  critical.  We  urge  the  Committee  to  add  $1  million  to  HKNC's  appropriation 
level  for  fiscal  year  1995.  Thank  you. 

Senator  Murray.  Thank  you  very  much. 

Mr.  Rosenblatt,  President  CUnton  has  proposed  an  educational 
technology  initiative  as  part  of  the  reauthorization  of  the  Elemen- 
tary and  Secondary  Education  Act,  and  he  included  a  $50  million 
request  for  this  initiative  in  his  1995  budget  to  support  that  pro- 
posal. 

Mr.  Rosenblatt.  Yes;  it  is  a  short  answer,  but  it  gets  right  to 
the  point,  does  it  not?  We  think  that  that  is  very  much  necessary, 
and  the  reason  is  not  only  for  the  hard  dollars  that  it  provides  in 
starting  educational  technology  initiatives  throughout  the  country, 
but  more  importantly  for  the  leadership  role  it  denotes  for  the  Fed- 
eral Government. 

The  local  educational  agencies  are  all  suffering  right  now  in  fig- 
uring out  the  same  things  that  you  are  here  today  in  terms  of  what 
is  going  to  be  going  on  with  the  budget.  They  all  understand  that 
educational  technology  needs  to  play  a  role.  If  they  can  see  that  it 
is  a  priority  on  the  Federal  level  as  well,  it  helps  the  debate  on  the 
local  levels,  and  it  sends  a  clear  message. 

For  instance,  in  the  State  of  Maryland  right  now,  the  State  legis- 
lature is  considering  whether  or  not  to  pass  legislation  to  set  up 
a  grant  program  to  provide  moneys  for  educational  technology.  The 
very  fact  that  the  President  has  done  what  he  has  done  and  the 
money  is  in  ESEA,  as  you  mentioned,  has  allowed  the  debate  to  go 
forward  in  a  much  more  serious  fashion  than  it  may  otherwise 
have,  so  I  support  it  both  for  the  hard  dollars  and  for  the  message 
that  it  sends  tnroughout  the  Nation. 

Senator  Murray.  Thank  you. 

Dr.  Bowyer,  you  did  not  appear  to  support  the  administration's 
proposed  $100  million  increase  for  work-study.  Would  your  organi- 
zation prefer  to  see  the  $100  million  used  to  restore  funding  for 
programs  cut  by  the  administration? 

Dr.  Bowyer.  I  think  in  the  written  testimony  we  did  support  the 
Federal  College  Work-Study  Program,  but  it  is  awfully  important 
on  our  campus,  I  think,  and  in  a  number  of  campuses.  It  seems  like 
with  a  lot  of  our  low-income  students,  they  do  need  this  experience 
in  working  to  form  some  good  work  habits  while  they  are  in  college, 
so  I  certainly  would  support  it. 

Senator  Murray.  In  your  testimony,  you  supported  current  levels 
rather  than  the  increase  that  was  proposed. 

Dr.  Bowyer.  I  guess  the  association,  then,  is  supporting  the  cur- 
rent level  of  funding,  then. 

Senator  Murray.  OK.  Thank  you. 

Mr.  McNulty,  I  understand  that  the  center  is  eligible  to  compete 
for  funds  under  other  Federal  programs,  both  those  at  the  Depart- 
ment of  Education  and  at  other  agencies.  Have  you  identified  any 
other  Federal  grant  programs  that  might  provide  funding  for  the 
activities  that  have  been  described,  and  if  so,  does  the  center  plan 
to  apply  for  any  of  those  funds? 
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Mr.  McNuLTY.  Yes;  over  the  last  3  years,  we  have  successfully 
applied  for  and  received  grants  from  special  education,  RSA  long- 
term  training  grants,  and  we  recently  were  awarded  a  grant  from 
the  Administration  on  Aging  to  work  with  older  adults  in  the  Dal- 
las area  to  allow  them  to  maintain  their  place  in  the  community 
despite  the  loss  of  hearing  and  vision. 

Senator  Murray.  Thank  you,  and  thank  you  to  all  the  members 
of  this  panel. 

STATEMENTS  OF: 

MARY  LOUISE  McGEE,  RECORDING  FOR  THE  BLIND,  INC. 
GEORGE  KERSCHER 

Senator  Murray.  I  am  now  going  to  call  up  panel  3:  Mary  Louise 
McGee  and  George  Kerscher,  Erika  Musser,  Rachel  Wobschall,  and 
Elizabeth  Boggs,  and  while  they  come  forward,  let  me  just  say  that 
I  have  to  go  to  another  hearing  to  testify,  and  Senator  Stevens  has 
graciously  accepted  the  offer  to  take  over.  He  will  be  doing  that, 
and  I  appreciate  it  very  much.  Thank  you.  Senator  Stevens. 

Senator  Stevens  [presiding].  Thank  you  very  much.  I  am  pleased 
to  be  back  again  with  this  committee.  I  have  conducted  many  hear- 
ings in  the  past,  and  I  am  happy  to  have  a  chance  to  participate 
today. 

Ms.  McGee,  are  you  or  Mr.  Kerscher  going  to  speak  for  your 
group?  Who  is  speaking  for  your  group? 

Ms.  McGee.  Senator  Stevens,  thank  you  for  the  opportunity.  We 
are  both  speaking  on  behalf  of  Recording  for  the  Blind. 

Two  years  ago  I  appeared  before  Mr.  Harkin  and  this  subcommit- 
tee and  this  year  Recording  for  the  Blind  is  asking  for  a  $1  million 
increase  in  our  Federal  appropriation.  Last  year,  the  subcommittee 
gave  us  $500,000,  and  I  would  like  to  tell  you  what  we  did  with 
that  money. 

The  first  thing  we  did  was  we  raised,  for  every  Federal  dollar  you 
gave  us,  an  additional  $6  from  the  private  sector — foundations,  cor- 
porations, and  individuals,  and  also  the  value  of  time  contributed 
by  our  4,500  volunteers  Nationwide  who  actually  do  the  production 
of  our  audio  books. 

The  second  thing  we  did  this  last  year,  we  served  36,000  blind 
and  print  disabled  students  and  professionals  with  about  215,000 
copies  of  books  on  tape. 

The  third  thing  that  we  are  doing  and  did  last  year  as  well  is 
to  continue  to  develop  our  electronic  computer  text  technology.  We 
call  it  E-Text,  which  allows  blind  individuals  and  others  who  are 
handicapped,  print  handicapped,  using  artificial  speech  and  braille 
output,  to  really  read  RFB  books  on  their  personal  computers. 

Mr.  Kerscher,  who  is  with  me  today,  is  going  to  tell  you  a  little 
bit  about  the  new  technology.  He  is  blind.  He  is  a  long-time  RFB 
consumer.  He  is  the  inventor  of  the  electronic  text  technology  for 
the  blind,  and  he  is  now  RFB's  director  of  research  and  develop- 
ment. 

Mr.  Kerscher.  Thank  you  for  inviting  me  to  talk  about  the  im- 
pact Recording  for  the  Blind  is  having.  Computers  adapted  with 
speech  synthesizers  and  screen  magnification  and  braille  displays 
are  of  tremendous  importance  to  blind  and  print-disabled  persons, 
and  Recording  for  the  Blind  is  pioneering  the  development  of  com- 
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puterized  books  that  work  with  this  full  range,  the  full  range  of 
adaptive  technology. 

A  blind  student  and  professional  uses  one  of  these  books  in  just 
the  same  way  that  a  sighted  person  uses  a  regular  book.  We  open 
to  the  table  of  contents,  go  to  any  chapter  or  section,  read  that  ma- 
terial, turn  to  the  index,  and  turn  back  to  whatever  is  referenced, 
just  like  you  would  read  a  regular  book. 

Now,  this  technology  has  allowed  us  to  convert  and  deliver  books 
that  we  have  never  been  able  to  deliver  before.  Dictionaries,  ref- 
erence materials,  and  professional  journals  have  just  in  the  past 
been  beyond  the  capability  of  reasonable  production  techniques. 

As  a  blind  person,  and  as  the  software  developer  of  much  of  this 
technology,  I  am  pleased  that  Recording  for  the  Blind,  through  a 
special  organization,  has  been  taking  the  lead  in  developing  these 
materials.  The  technology  is  the  future  for  Recording  for  the  Blind, 
and  it  is  the  bright  future  for  people  with  disabilities. 

PREPARED  STATEMENT 

As  a  personal  statement,  I  would  like  to  thank  the  committee  for 
its  past  support  and  future  support,  and  without  adaptive  com- 
puter technology  and  the  materials  that  students  need  to  conduct 
their  education,  the  books,  it  is  virtually  impossible  to  get  an  edu- 
cation and  maintain  a  career,  and  Recording  for  the  Blind  is  there, 
ready  to  deliver  these  materials  to  students  and  professionals. 

Thank  you. 

Senator  Stevens.  Thank  you  very  much.  We  will  get  back  to  you, 
Mr.  Kerscher. 

[The  statement  follows:] 

Joint  Statement  of  Mary  Louise  McGee  and  George  Kerscher 

introduction 

Recording  for  the  Blind  (RFB)  is  requesting  an  appropriation  of  $4.5  million  for 
fiscal  year  1995,  an  increase  of  $1  million  over  fiscal  year  1994,  from  the  U.S.  Con- 
gress to  support  our  critical  role  as  the  nation's  primary  provider  of  accessible  edu- 
cational materials  on  audio  tape  and  on  computer  disk. 

Throughout  our  46  year  history,  RFB  has  been  guided  by  our  founding  vision — 
that  education  is  a  right  and  not  a  privilege.  What  drives  the  mission  of  RFB,  and 
has  driven  it  since  its  founding,  is  the  same  belief  that  underlies  federal  disability 
rights  legislation — that  people  with  disabilities  have  the  right  to  equal  opportunity, 
independence  and  dignity. 

BACKGROUND 

A  national,  largely  privately  supported,  not-for-profit  organization  serving  blind 
and  other  print-disabled  people  by  providing  them  with  educational  texts  and  pro- 
fessional resources  in  accessible  formats,  RFB:  Serves  students  in  all  50  states  and 
the  District  of  Columbia  with  specialized  texts  in  all  subjects  and  in  many  lan- 
guages; has  the  world's  largest  library  of  recorded  educational  books  (over  80,000 
titles),  circulated  free-on-loan  to  students  at  all  grade  levels  and  to  business  and 
professional  people;  uses  4,400  volunteers  to  record  3,000  new  texts  each  year.  Vol- 
unteers are  the  backbone  of  RFB  and  comprise  95  percent  of  its  workforce;  will  dis- 
tribute this  year  over  215,000  copies  of  books  on  tape  and  3,500  more  on  computer 
disk  to  35,000  consumers;  and  provides  other  information  services  including  biblio- 
graphic searches,  a  custom  recording  program,  and  the  distribution  of  accessible 
catalogs  and  cassette  players. 
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THE  CASE  FOR  FEDERAL  SUPPORT 


RFB  provides  a  national  service  mandated  by  federal  legislation  and  has  carried 
out  this  mandate  most  effectively.  The  Individuals  with  Disabilities  Education  Act 
(IDEA:  Public  Law  101^76),  originally  enacted  in  1975  as  Public  Law  94-142,  calls 
for  a  "free  and  appropriate  education"  for  all  school-age  children  with  disabilities. 
In  supplying  educational  materials  to  print-disabled  students  of  all  ages,  RFB  ful- 
fills an  important  part  of  this  critical  federal  objective. 

RFB's  service  is  not  offered  by  any  other  national  organization. — If  RFB  did  not 
exist.  Congress  would  have  to  develop  an  alternative  resource. 

RFB  is  in  growing  demand. — ^Textbook  circulation  has  increased  by  51  percent  in 
the  past  four  years.  Yet  we  are  still  serving  only  a  fraction  of  those  students  with 
learning  disabilities,  such  as  dyslexia,  who  could  achieve  educational  and  profes- 
sional success  through  books  on  audio  cassette  and  disk.  RFB's  limited  resources 
have  simply  precluded  the  needed  level  of  outreach  to  this  population. 

In  its  commitment  to  the  Americans  with  Disabilities  Act  (ADA),  RFB  is  develop- 
ing the  capability  to  provide  a  life-long  service  ensuring  that  its  borrowers  will  have 
the  alternate  format  materials  they  will  need  in  their  post-education  careers. 

RFB  is  at  the  forefront  of  technological  advances  in  communicating  the  printed 
word. — RFB's  E-Text  service  printed  information  provided  on  computer  disk  has  es- 
tablished the  model  for  the  creation  of  electronic  text  materials  for  use  by  print-dis- 
abled individuals. 

RFB  leads  the  International  Committee  on  Accessible  Document  Design  (ICADD) 
in  setting  uniform,  national  standards  for  electronic  text  formatting. 

As  part  of  the  national  effort,  RFB  is  committed  to  working  with  disability,  edu- 
cation, government  and  industry  groups  to  ensure  that  all  materials  available  on 
the  information  superhighway  will  be  available  to  print-disabled  persons  in  an  ac- 
cessible form. 

RFB  has  also  assumed  a  leadership  role  in  working  within  the  disability  commu- 
nity and  closely  with  the  publishing  industry  to  improve  access  to  alternate  format 
materials  (braille,  large  print,  recorded  and  electronic  text). 

RFB  serves  as  a  key  resource  to  the  Association  of  American  Publishers'  (AAP) 
Committee  on  Serving  Students  with  Disabilities  in  establishing  a  national  elec- 
tronic-text repository  of  elementary  and  secondary  school  textbooks.  The  National 
Repository  will  ensure  that  more  books  are  available  more  quickly  to  state  and  pri- 
vate agencies  serving  print-disabled  students. 

Closely  related  to  the  National  Repository  is  RFB's  leadership  role  in  promoting 
with  the  Association  on  Higher  Education  and  Disability  (AHEAD)  a  national  Clear- 
inghouse of  alternate  format  materials  at  the  college  level.  This  Clearinghouse  will 
make  accessible  to  print-disabled  persons  the  alternate  format  materials  held  by 
hundreds  of  small  producers  and  college  taping  services. 

RFB  leverages  the  taxpayer's  dollar  and  contributes  to  society  a  sound  return  on 
its  investment. 

Volunteer  readers  and  monitors,  working  in  30  recording  studios  nationwide, 
produce  our  product  and  contribute  the  equivalent  of  $10  milfion  in  recording  time. 

The  $24  million  worth  of  services  that  RFB  is  providing  in  fiscal  year  1994  are 
services  mandated  by  Congress.  The  cost  to  the  taxpayer  is  $3.5  million,  with  much 
of  the  balance  being  contributed  by  private  donors  through  RFB's  comprehensive 
fundraising  program. 

By  helping  people  with  print  disabilities  to  become  productive,  contributing  mem- 
bers of  society,  RFB  enables  the  government  to  replace  millions  of  dollars  of  federal, 
state,  local  and  private  dependency  payments  with  millions  of  dollars  of  tax  reve- 
nues. 

FINANCIAL  IMPACT  OF  NEW  AND  EXPANDED  SERVICES 

About  $3  million  of  additional  expense  have  resulted  from  the  51  percent  growth 
in  RFB's  free  core  lending  library  service  during  the  past  four  years.  The  cost  of 
the  10  percent  growth  projected  for  fiscal  year  1995  will  be  approximately  $900,000. 

The  continued  development  of  our  electronic  text  service  next  year  will  cost 
$620,000. 

Some  $1.05  million  will  be  needed  to  continue  the  program  begun  five  years  ago 
to  respond  to  the  dramatic  growth  in  demand  for  math  and  science  books.  This  in- 
cludes recording  1,000  more  such  technical  texts,  as  well  as  funding  to  develop  a 
method  for  converting  math  and  science  books  into  electronic  form. 

In  its  leadership  role  in  establishing  a  national  Clearinghouse  and  a  National  Re- 
pository, RFB,  while  assuming  few  direct  costs,  expects  additional  expenses  of 
$50,000  in  fiscal  year  1995  for  the  administration  of  these  related  programs. 
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Altogether,  these  vitally  needed  new  and  expanded  services  wall  cost  RFB  an  addi- 
tional $2.62  million  during  fiscal  year  1995.  While  much  of  this  cost  can  be  defrayed 
through  our  growing  private  fundraising  program,  RFB  needs  additional  federal 
help.  If  Congress  meets  RFB's  request  for  fiscal  year  1995,  federal  funds  will  rep- 
resent 27  percent  of  RFB  operating  budget,  excluding  donated  volunteer  time. 

CONCLUSION 

We  are  committed  to  the  belief  that  access  to  opportunity  begins  with  access  to 
knowledge.  RFB's  mission  is  to  make  life-long  education  accessible  to  persons  who 
cannot  use  standard  print. 

We  request  that  Congress  recognize  RFB's  unique  role  as  a  leading  partner  in  the 
educational  and  professional  success  of  people  with  print  disabilities  by  increasing 
our  federal  appropriation  from  $3.5  million  to  $4.5  million  in  fiscal  year  1995. 

STATEMENT  OF  ERIKA  MUSSER,  BRAILLE  TRAINING 

Senator  Stevens.  Now,  next  we  will  hear  from  Erika  Musser. 

Ms.  MussER.  Thank  you,  Senator.  I  was  very,  very  happy  to  hear 
all  the  good  news  about  computerized  books,  because  I,  as  a  mother 
of  a  student  in  college,  have  experienced  the  opposite,  so  let  me 
read  to  you  my  prepared  testimony. 

My  daughter  was  bom  totally  blind,  and  I  have  been  mainly  her 
teacher  because  there  are  simply  no  teachers  out  there. 

I  do  not  represent  any  organization.  It  is  the  loud  voice  of  my 
conscience  that  compels  me  to  appear  before  this  committee  again 
to  testify  on  the  problem  of  braille  illiteracy  that  permeates  the  Na- 
tion. Presently,  only  12  percent  of  America's  blind  and  visually  im- 
paired population  is  able  to  read  braille,  so  if  we  get  all  of  these 
computerized  books,  we  need  teachers  who  can  teach  braille. 

With  the  enactment  of  the  braille  training  project  amendment 
and  the  reauthorization  of  the  Rehabilitation  Act  of  1992,  section 
803,  Senator  Harkin  and  Senator  Simon  have  poured  enormous 
hope  into  the  hearts  of  all  blind  people,  especially  rehabilitation 
professionals  and  teachers  for  the  blind  throughout  the  entire  Na- 
tion. 

In  a  miraculous  way,  harmony  and  the  close  working  together 
among  blind  teachers  of  America's  blind  community  have  been  ac- 
complished. All  we  need  to  do  now  is  to  stake  out  together  a  fea- 
sible plan  and  a  hope,  with  computerized  books,  we  can  do  it. 

This  morning  I  met  with  Assistant  Secretary  Judith  Heumann 
and  some  of  her  assistants  in  the  Office  of  Special  Education.  They 
are  all  enthusiastic  and  ready  to  work  with  us. 

I  have  listed  my  ideas  and  recommendations  in  my  prepared 
statement.  There  is  no  need  to  repeat  them.  However,  I  do  wish  to 
emphasize  strongly  that  our  immediate  attention  should  be  di- 
rected on  funding,  planning  programs  for  educators  and  profes- 
sionals in  braille  education  and  rehabilitation  for  a  cycle  of  2  to  3 
years  instead  of  1  year.  Without  trained  professionals,  the  projects 
for  braille  instruction  materials  funded  during  fiscal  year  1993 
would  do  little  good. 

In  the  case  of  my  daughter,  I  say  it  again,  I  had  to  learn  braille 
myself  and  then  teach  her. 

Briefly,  I  would  like  to  portray  to  you  what  it  is  like  for  my 
daughter  to  be  in  college.  It  is  a  rare  luxury,  indeed,  when  blind 
college  students  have  textbooks  inscribed  in  braille  available  at  the 
beginning  of  a  semester.  The  hassle  in  obtaining  the  braille  books 
and  their  limited  skills  in  braille  cause  students  to  give  up  in  de- 
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spair.  They  settle  for  doing  most  of  their  learning  via  recorded 
books  on  tape  with  the  help  of  readers.  While  recorded  texts  and 
readers  are  a  good  source  for  a  crying  knowledge,  they  provide  in 
many  ways  a  disservice  to  many  blind  individuals  who  are  capable 
of  learning  braille.  Self-reliance  and  independence  comes  through 
reading  and  interpreting  written  text  just  like  the  sighted  do. 

At  Northeastern  Illinois  University,  where  my  daughter  attends, 
there  are  approximately  10,000  students,  of  which  25  are  blind. 
There  are  three  computer  labs  on  campus,  but  not  one  computer  is 
equipped  with  the  synthesized  voice,  or  a  braille  printer  for  use  by 
visually  impaired  students.  Does  not  the  ADA  mandate  equal  edu- 
cation opportunities? 

During  a  recent  course  titled  "Reading  Development,"  the  profes- 
sor, who  holds  a  Ph.D  degree,  was  convinced  that  blind  students 
learn  to  read  by  listening  to  tapes.  This  professor  did  not  make  ac- 
commodations for  Heidi's  aspirations  to  read  in  braille.  In  the  en- 
tire State  of  Illinois,  with  approximately  16,000  severely  visually 
impaired  citizens  between  the  ages  of  18  and  44,  there  is  not  a  sin- 
gle braille  music  instructor  for  the  university  level. 

Back  in  1976,  the  Chicago  Symphony  violinist,  Joseph  Gordon, 
marveled  at  my  daughter  Heidi's  rare  musical  gift  and  her  phe- 
nomenal ear.  Because  there  was  nobody  to  teach  her  to  read  the 
scores  of  an  advanced  piano  repertoire,  she  finally  became  discour- 
aged, after  struggling  for  nearly  18  years,  and  she  quit  the  piano. 
My  heart  is  still  aching. 

These  episodes  are  not  unique.  They  echo  the  plight  of  blind  stu- 
dents Nationwide.  To  be  sightless  is  not  as  crippling  as  the  lack  of 
equal  education  opportunities.  Is  it  not  the  law  that  gives  us  a  duty 
to  plan  and  arrange  for  the  education  of  all  its  citizens?  In  a  society 
where  one  group  of  citizens  is  almost  totally  overlooked,  the  quality 
of  the  constitution  suffers. 

PREPARED  STATEMENT 

President  Clinton  says  it  is  not  enough  in  life  to  have  convic- 
tions. You  must  move,  you  must  do,  you  must  make  things  happen. 
Let  us  all  be  inspired  by  his  optimism. 

For  fiscal  year  1995,  an  appropriation  of  $2  million  will  help  us 
to  move  forward  in  our  path.  My  heart  deeply  thanks  you.  Thank 
you  for  giving  me  the  opportunity  to  serve  our  Nation  as  a  mother. 

Senator  Stevens.  Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Erika  A.  Musser 

Mr.  Chairman  and  members  of  the  committee,  I  am  Erika  A.  Musser,  the  mother 
of  F.  Heidi  Musser,  who  is  a  totally  blind  college  student.  I  do  not  represent  any 
organization.  It  is  the  loud  voice  of  my  conscience  that  compels  me  to  appear  before 
this  committee  again  to  testify  on  the  severe  shortage  of  qualified  teachers  for 
braille  that  permeates  the  nation.  Presently,  only  12  percent  of  America's  blind  and 
visually  impaired  population  is  able  to  read  braille,  compared  with  50  percent  in 
1950. 

Your  superb  leadership,  Mr.  Chairman,  and  the  committed  work  and  sensitivity 
of  Senator  Paul  Simon  in  regards  to  the  need  for  braille  training  programs  deserve 
a  loud  applause  from  every  blind  and  visually  impaired  person  in  the  nation.  Since 
the  enactment  of  the  Braille  Training  Project  amendment.  Section  803,  in  the  Reau- 
thorization of  the  Rehabilitation  Act  of  1992,  the  seeds  for  an  unreversible,  favorable 
change  have  been  planted. 
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The  four  Braille  Training  Projects  that  have  been  funded  by  the  OflBce  of  Special 
Education  with  approximately  $0.5  million  for  fiscal  year  1993  are  a  start,  but  my 
heart  feels  quite  disappointed  that  not  more  funds  have  been  authorized. 

According  to  statistics  in  the  Journal  of  Visual  Impairment  &  Blindness,  March 
1993,  published  by  the  American  Foundation  for  the  Blind,  there  are  roughly 
1,400,000  blind  and  severely  visually  impaired  working-age  adults  (between  the 
ages  of  18-64)  in  America.  The  unemplo5rment  rate  of  those  adults  is  about  70  per- 
cent and  of  those  unemployed,  61  percent  do  not  know  braille.  On  the  other  hand, 
85  percent  of  those  who  use  braille  as  their  primary  method  of  reading  are  em- 

{)loyed.  These  figures  show  that  there  exists  a  notable  correlation  between  braille 
iteracy  and  employment.  How  can  we  expect  that  blind  people  are  able  to  compete 
in  the  job  market,  if  we  don't  give  them  the  most  basic  tools  for  reading  and  writing 
braille?  While  attending  elementary  and  high  school,  as  well  as  college,  we  usher 
them  through  the  system  without  engaging  them  in  reading,  writing  or  spelling,  and 
without  textbooks  in  braille. 

Blind  Americans  have  been  unjustly  denied  access  to  their  own  potentials  and 

Erevented  by  ancient  societal  attitudes  fi-om  flourishing  as  full  human  beings.  They 
ave  been  "socialized"  to  believe  that  they  are  second  class  citizens  because  of  their 
lack  or  impairment  of  eyesight.  This  "socialization"  process  results  in  hopelessness, 
dependency,  discontent,  and  poverty. 

I  am  fully  aware  that  it  is  difficult  to  abolish  longstanding  prejudices  that  were 
instituted  in  the  Western  culture  more  than  2,000  years  ago — probably  during 
Aristotle's  time;  I  am  also  aware  to  change  an  almost  universal  opinion  ingrained 
in  our  society  is  an  enormous  task;  however,  by  working  together,  we  should  oe  able 
to  stand  up  to  this  challenge. 

President  Clinton  says:  It  is  not  enough  in  life  to  have  feelings;  it  is  not  enough 
in  Ufe  to  have  convictions;  you  must  move,  you  must  do,  you  must  make  things  hap- 
pen." Let  us  be  inspired  by  his  optimism. 

Here  are  my  ideas  and  recommendations: 

(1)  We  must  continue  to  fund  Braille  Training  Projects  on  an  on  going  basis, 
maybe  for  a  cycle  of  two  or  three  years  instead  of  one  year.  We  need  to  focus  on 
funding  training  programs  for  educators  and  professionals  in  braille  education  and 
rehabilitation.  Without  trained  professionals  all  the  braille  instruction  materials 
will  do  little  good. 

(2)  We  must  see  that  new  state  laws  are  enacted  to  mandate  that  blind  and  se- 
verely visually  impaired  students  in  college  must  take  two  semester  courses  in 
braille  reading  and  writing  as  part  of  the  graduation  requirements;  if  a  blind  or  se- 
verely visually  impaired  student  can  demonstrate  through  examination  that  he  has 
the  required  fluency  for  braille,  he  should  be  exempted  from  these  two  courses.  A 
college  degree  is  a  sjmibol  of  a  literate,  educated  citizen.  We  should  expect  no  less 
from  a  blind  person.  Braille  courses  could  probably  be  incorporated  in  a  university 
curriculum  as  courses  in  Humanities  for  blind,  and  sighted.  Accredited  courses  of 
such  nature  will  probably  stimulate  curiosity  among  sighted  students  to  learn 
braille.  In  rare  cases,  an  exception  should  probably  be  made  for  blind  students 
whose  sense  of  touch  is  severely  impaired  and  strong  evidence  is  presented  from  a 
physician. 

"These  laws  should  not  deter  any  blind  college  student  from  seeking  his  degree, 
but  make  him  hopeful  that  his  degree  will  hold  a  much  greater  promise  for  success- 
ful employment  than  in  the  past. 

We  have  passed  federal  legislation  providing  for  sign  interpreters  for  deaf  citizens 
and  ramps  for  wheelchair  users;  now  let  us  enact  federal  laws  that  stipulate  that 
every  state  must  provide  its  blind  and  severely  visually  students  with  the  necessary 
tools  for  braille  literacy. 

(3)  Many  young  blind  individuals  show  great  potential  for  music,  yet  teachers  for 
braille  music  at  college  level  are  practically  non-existent  nationwide.  Probably,  a  4- 
to  6-week  summer  music  training  program,  enabling  blind  talented  musicians  across 
the  nation  to  come  together  to  acquire  the  necessary  skills  for  braille  notation  read- 
ing for  integration  on  an  equal  basis  at  music  schools,  would  solve  this  problem. 
Through  an  annual  competition  offered  by  the  Office  of  Special  Education  various 
universities  in  different  parts  of  the  nation  could  be  selectea. 

From  February  24  to  27,  the  International  Conference  on  Musical  Education  was 
held  near  Prague,  Czech  Republic.  If  1  would  not  have  been  called  to  this  hearing, 
I  would  have  travelled  to  Prague  to  attend  this  conference  to  learn  what  techniques 
are  used  in  other  countries  to  educate  blind  and  visually  impaired  musicians.  I  hope 
not  to  miss  it  next  year. 

(4)  With  modern  computer  technology,  books  in  braille  can  be  produced  speedily. 
Increased  braille  literacy  will  increase  the  demand  for  braille  books.  Braille  text- 
books for  academic  studies  and  pleasure  reading  should  be  made  readily  available. 
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Books  on  tapes  and  computer  disks  are  marvelous  on  a  supplementary  basis,  but 
they  will  never  replace  book  reading. 

For  fiscal  year  1995,  I  kindly  ask  you  to  authorize  an  appropriation  of  $2  million 
for  the  Braille  Training  Project  amendment  in  the  Rehabilitation  Act,  Section  803. 
I  will  challenge  myself  to  also  seek  funds  from  the  private  sector. 

Over  the  past  few  years,  I  have  learned  to  admire  numerous  administrators  in 
the  Office  of  Special  Education  for  their  dedication  and  caring  attitude  to  serve 
America's  blind  population.  Congressman  William  Natcher  and  Congressman  Major 
Owens  in  the  House  have  promised  me  their  continued  support.  With  great  con- 
fidence, I  continue  to  count  on  the  unique  fine  support  from  Senator  Paul  Simon 
and  you,  Mr.  Chairman.  Thank  you. 

BIOGRAPHICAL  SKETCH  OF  ERIKA  A.  MUSSER 

Presently,  I  am  full-time  graduate  student  in  Political  Science  at  Northeastern  Il- 
linois University  in  Chicago.  I  have  earned  many  "high  honors"  as  a  mother  of  four 
children.  I  found  motherhood  most  challenging  and  most  rewarding.  As  one  of  my 
greatest  accomplishments,  I  count  my  success  in  rescuing  blind  Heidi  from  living 
a  life  of  despair  and  hopelessness.  I  deeply  thank  Mr.  Wilbert  Rodgers,  regional 
manager  of  the  Bureau  of  Blind  Services  oi  the  Illinois  Department  of  Rehabilitation 
for  his  vision  to  go  beyond  the  opinion  of  rehabilitation  educators  and  professionals 
and  to  support  Heidi  in  her  aspirations  to  be  all  she  can  be. 

STATEMENT  OF  RACHEL  WOBSCHALL,  RESNA 

Senator  Stevens.  Now,  are  you  Rachel  Wobschall  or  Elizabeth 
Boggs? 

Ms.  Wobschall.  I  am  Rachel  Wobschall,  Senator. 

I  am  Rachel  Wobschall,  executive  director  of  the  Star  Program  in 
Minnesota,  one  of  the  State  Tech  Act  programs,  a  sister  program 
to  the  Alaska  Technology  Access  Program,  I  might  add. 

My  role  here  today  is  on  behalf  of  RESNA,  which  is  an  inter- 
disciplinary association  for  the  advancement  of  rehabilitation  and 
assistive  technologies. 

I  would  like  to  give  you  RESNA's  recommendations  for  two  pro- 
grams that  we  feel  are  critical  to  meeting  the  current  and  future 
needs  of  persons  with  disabilities.  For  the  technology-related  assist- 
ance program,  RESNA  recommends  an  appropriation  of  $43.7  mil- 
lion, with  report  language  noting  that  additional  funds  are  to  be 
used  first  to  fully  fund  programs  in  each  State,  and  second,  to  pro- 
vide added  funding  for  existing  State  programs,  to  meet  new  re- 
quirements and  priorities  and  reauthorization  of  the  Tech  Act. 

For  the  National  Institute  on  Disability  and  Rehabilitation  Re- 
search, RESNA  recommends  an  appropriation  of  $80  million. 
NIDRR  received  $68.1  million  for  fiscal  year  1994.  The  President's 
budget  recommends  $66.1  million  for  fiscal  year  1995. 

The  $2  million  reduction  will  significantly  restrict  NIDRR  from 
implementing  the  expanded  research  and  information  dissemina- 
tion and  utilization  and  systems  change  responsibilities  established 
by  the  1992  amendments  to  the  Rehabilitation  Act,  and  will  under- 
cut the  institute's  ability  to  effectively  advance  implementation  of 
the  Americans  With  Disabilities  Act. 

Rehabilitation  research  does  lead  to  improved  direct  services. 
The  rehabilitation  engineering  research  centers  have  contributed 
great  advances  in  rehabilitation  technology,  knowledge,  and  meth- 
ods. Pioneering  work  has  been  done  in  such  areas  as  hip  replace- 
ment, blindness  rehabilitation,  hearing  aid  technology,  augment- 
ative communication,  and  computer  access,  among  others. 

Many  direct  services  are  only  possible  now  because  of  the  re- 
search done  over  many  years.  If  we  cut  back  on  research,  our  abil- 
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ity  to  provide  direct  services  will  be  limited  in  the  short  run,  and 
the  results  could  be  devastating  in  the  long  run. 

Mr.  Chairman,  here  is  an  example  of  what  one  research  project 
has  done.  The  Trace  Research  Center  at  the  University  of  Wiscon- 
sin in  Madison  has  put  on  this  CD  over  200  megabytes  of  informa- 
tion, including  the  ABLE  DATA  data  base,  text  libraries  on  the 
ADA,  funding  information,  and  almost  every  disability-related  law 
that  you  can  think  of,  all  in  this  electronic  library. 

This  one  disk  can  open  a  world  to  people  with  disabilities  and 
those  who  serve  them.  The  Technology-Related  Assistance  Act  for 
Individuals  With  Disabilities  was  designed  to  increase  awareness 
and  access  to  assistive  technology  devices  and  services. 

The  President's  request  for  $40.7  million  would  continue  funding 
existing  State  programs  funded  under  title  I  and  provide  limited 
support  for  technical  assistance  and  training.  However,  given  that 
the  title  I  projects  continue  to  struggle,  on  a  case-by-case  basis,  to 
secure  funding  for  assistive  technology  devices  and  services  for  in- 
dividuals, this  amount  is  short  of  the  funding  level  needed  to  im- 
plement all  of  the  provisions  proposed  in  the  current  reauthoriza- 
tion. 

An  example  of  the  effectiveness  of  the  Tech  Act  project  is  a  per- 
son that  I  have  worked  with,  also  named  Rachel,  who  uses  an  aug- 
mentative communication  device,  power  wheelchair,  and  lift- 
equipped  van,  as  well  as  an  adapted  computer.  Had  it  not  been  for 
the  information  advocacy  services  she  received  through  the  Star 
Program,  Rachel,  her  parents,  and  teachers  would  not  have  access 
to  the  variety  of  technology  Rachel  uses  to  interact  with  her  peers 
every  day  and  to  participate  in  her  math  class  through  adaptive 
software  for  her  computer. 

PREPARED  STATEMENT 

The  world  is  advancing  technologically  at  an  accelerating  pace. 
Individuals  can  ride  this  wave  if  they  have  the  assistive  tech- 
nologies and  access  to  technology  development  necessary  to  stay  on 
top,  or  they  can  be  left  behind  if  we  do  not  adequately  fund  re- 
search to  allow  them  to  stay  on  this  technology  wave. 

Thank  you. 

Senator  Stevens.  Thank  you  very  much,  Ms.  Wobschall. 

[The  statement  follows:] 

Statement  of  Rachel  Wobschall 

Good  morning,  Mr.  Chairman,  my  name  is  Rachael  Wobschall.  I  am  Executive  Di- 
rector of  the  Star  Program  in  Minnesota,  one  of  the  state  "Tech  Act"  programs.  I 
am  here  on  behalf  of  RESNA  which  is  an  interdisciplinary  association  for  the  ad- 
vancement of  rehabilitation  and  assistive  technologies.  RESNA  has  more  than  1,800 
members  made  up  of  professionals  who  provide  rehabilitation  and  assistive  tech- 
nologies, consumers  and  other  individuals  concerned  with  assuring  that  individuals 
with  disabilities  have  access  to  quality  technology,  and  rehabilitation  research  and 
engineering  centers.  I  would  like  to  give  you  RESNA's  recommendations  for  two  pro- 
grams that  we  feel  are  critical  to  meeting  the  current  and  future  needs  of  persons 
with  disabilities;  the  Technology-Related  Assistance  for  Individuals  with  Disabilities 
Act  or  "Tech  Act",  and  the  National  Institute  for  DisabiUty  and  Rehabilitation  Re- 
search or  NIDRR.  RESNA  is  an  active  member  of  the  Consortium  for  Citizens  with 
Disabilities  (CCD)  and  we  support  the  recommendations  of  the  Budget  and  Appro- 
priations Task  Force  which  addresses  all  of  the  federal  programs  which  impact  on 
the  lives  of  persons  with  disabilities. 
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THE  "TECH"  ACT 

The  Technology-Related  Assistance  for  Individuals  with  Disabilities  Act  (Public 
Law  100-407,  the  "Tech  Act")  was  created  in  1988  to  increase  access  to  assistive 
technology  devices  and  services  for  individuals  of  all  ages  with  disabilities.  Under 
Title  I,  states  may  compete  for  grants  ranging  from  $500,000  to  $1.5  million  for  up 
to  five  years  to  develop  consumer-responsive,  statewide  assistive  technology  service 
programs.  Title  II,  Programs  of  National  Significance,  addresses  barriers  that  limit 
access  to,  and  availability  of,  assistive  devices  and  services.  Title  II  activities  focus 
on  critical  issues  such  as  financing  of  assistive  technology,  training  and  public 
awareness  projects  and  model  demonstration  and  innovation  projects.  In  March 
1993,  the  National  Council  on  Disability  released  its  study  on  the  financing  of 
assistive  technology  devices  and  services  authorized  under  Title  II  of  the  program. 
The  study  provides  important  findings,  testimony  and  data  on  the  need  for  contin- 
ued federal  initiatives  for  systems  change  to  increase  access  to  assistive  technology. 

The  President's  request  of  $40.7  million  would  continue  funding  for  existing  state 
programs  funded  under  Title  I,  and  provide  limited  support  for  technical  assistance 
and  training.  However,  given  that  the  Title  I  projects  continue  to  struggle  on  a  case- 
by-case  basis  to  secure  fiinding  for  assistive  technology  devices  and  services,  this 
amount  is  short  of  the  funding  level  needed  to  implement  the  advocacy  and  systems 
change  provisions  being  proposed  during  the  current  reauthorization. 

For  instance,  the  reauthorization  of  the  Tech  Act  that  is  currently  before  Congress 
will  set  aside  a  portion  of  Title  I  funds  for  protection  and  advocacy  services.  We  sup- 
port this  change  in  the  program  but  it  will  place  even  greater  demands  on  the  state 
tech  projects.  Title  I  challenges  states  to  serve  all  disabilities,  all  ages,  be  statewide, 
and  be  comprehensive.  States  like  Minnesota  are  trying  to  serve  large  rural  areas. 
All  states  are  also  trying  to  cope  with  diverse  cultural  needs  to  ensure  that  all  per- 
sons with  disabilities  who  have  need  of  assistive  technology  can  be  helped.  Cur- 
rently the  fiinding  for  the  "Tech  Act"  provides  less  than  a  dollar  per  person  for  those 
who  need  these  services. 

According  to  the  1990  National  Health  Interview  Survey  on  Assistive  Devices  con- 
ducted by  the  Census  Bureau,  more  than  13.1  million  people — about  5.3  percent  of 
the  population — were  using  assistive  technology  in  the  United  States.  While  over 
half  of  these  individuals  purchased  the  devices  themselves,  or  with  help  from  their 
families,  more  than  2.5  million  Americans  reported  that  they  need  assistive  devices 
they  did  not  have.  This  was  primarily  because  they  could  not  afibrd  to  purchase 
them.  The  "Tech  Act"  was  created  to  promote  systems  change  and  interagency  co- 
ordination in  the  delivery  of  assistive  technology  devices  and  services.  Despite  cur- 
rent federal  mandates  to  provide  assistive  technology,  individuals  with  disabilities 
and  their  families  continue  to  struggle  with  state  and  local  programs  to  obtain  the 
assistive  technology  they  need  to  maintain  independence  and  increase  productivity 
in  school,  at  work,  and  in  the  community.  In  addition,  the  current  health  care  sys- 
tem limits  access  through  restrictive  policies,  such  as  "medical  necessity"  standards 
for  reimbursement.  "Tech  Act"  projects  also  report  an  increase  in  the  demand  for 
information  on  ways  in  which  assistive  technology  can  be  used  to  comply  with  provi- 
sions under  the  Americans  with  Disabilities  Act.  The  "Tech  Act"  provides  states 
with  an  opportunity  to  address  these  issues  through  a  variety  of  creative  strategies 
and  collaborative  efforts. 

NIDRR 

The  National  Institute  on  Disability  and  Rehabilitation  Research  (NIDRR),  reau- 
thorized by  Title  II  of  the  Rehabilitation  Act  of  1973,  as  amended,  was  established 
to  coordinate  the  administration  and  conduct  of  research  and  demonstration 
projects,  training,  information  dissemination,  and  related  activities  concerning  the 
vocational,  social,  and  medical  rehabilitation  of  persons  with  disabilities.  The  Insti- 
tute awards  discretionary  grants  to  support  research  and  training  centers  serving 
geographic  or  disability-specific  concerns,  rehabilitation  engineering  research  cen- 
ters, individual  field-initiated  research  grants,  fellowships,  and  demonstration 
projects.  Research  is  currently  funded  at  educational  institutions  in  multiple  areas 
of  interest,  including  spinal  cord  injury,  multiple  sclerosis,  arthritis,  heart  disease, 
mental  illness,  mental  retardation,  hearing  and  vision  impairments,  :nd  head  trau- 
ma. NIDRR  also  supports  10  Regional  Disability  and  Business  Technical  Assistance 
Centers  to  foster  awareness  and  implementation  of  the  Americans  with  Disabilities 
Act. 

NIDRR  received  $68.1  million  for  fiscal  year  1994.  The  President's  Budget  rec- 
ommends $66.1  million  for  fiscal  year  1995.  The  $2  million  reduction  will  signifi- 
cantly restrict  the  NIDRR  from  implementing  the  expanded  research  and  informa- 
tion dissemination/utilization,  and  systems  change  responsibilities  established  by 
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the  1992  Amendments  to  the  Rehabilitation  Act  of  1973  and  will  undercut  the  Insti- 
tute's efforts  to  advance  the  implementation  of  the  Americans  with  Disabilities  Act. 
We  cannot  understand  how  this  reduction  in  funding  wUl  "free  up  funds  for  improv- 
ing direct  services  to  individuals  with  the  most  severe  disabilities"  as  noted  in  De- 
partment of  Education  budget  documents. 

Rehabilitation  research  does  lead  to  improved  direct  services.  Much  has  been  said 
over  the  past  several  years  about  the  role  technology  has  played  in  increasing  the 
independence  of  persons  with  disabilities,  especially  those  with  severe  disabilities. 
The  Rehabilitation  Engineering  Research  Centers  (RERC's)  have  contributed  great 
advances  in  rehabilitation  technology,  knowledge,  and  methods.  Pioneering  work 
was  done  by  RERC's  in  areas  such  as  hip  replacement,  blindness  rehabilitation, 
hearing  aid  technology,  augmentative  technology,  computer  access,  functional  elec- 
trical muscle  stimulation,  and  wheelchair  improvements.  Many  direct  services  are 
only  possible  now  because  of  the  research  done  over  many  years.  If  we  begin  to  cut 
back  on  research  our  ability  to  provide  direct  services  will  be  limited  in  the  short 
run  and  the  results  could  be  devastating  in  the  long  run.  We  need  to  continue  our 
investment  in  technology  research  if  we  are  to  meet  the  needs  of  youths  with  dis- 
abilities and  the  next  generation  of  persons  with  disabilities. 

A  substantial  increase  in  funding  for  NIDRR  is  necessary  to  begin  efforts  in  re- 
sponse to  the  Rehabilitation  Act  Amendments  of  1992,  which  re- authorized  and  ex- 
panded the  research  programs  under  NIDRR.  Rehabilitation  Research  and  Training 
Centers  (RRTC's)  must  develop  integrated  programs  of  research,  serving  as  centers 
of  national  excellence  and  regional  resources  lor  providers  and  consumers.  RRTC's 
must  conduct  research,  professional  training,  research  training  and  must  provide  in- 
formation and  technical  assistance  to  people  with  disabilities.  In  addition  to  an  em- 
phasis on  vocational  research,  research  is  to  be  directed  toward  maximizing  the  full 
inclusion  and  integration  into  society  of  persons  with  disabilities  including  employ- 
ment, independent  living,  and  family  support.  Rehabilitation  Engineering  Research 
Centers  (RERC's)  have  been  re-authorized  to  conduct  research,  demonstrations  and 
training  related  to  rehabilitation  technology,  including  engineering.  New  research 
and  demonstration  areas  include  activities  related  to  'service  delivery  change"  in- 
cluding consumer  responsive  and  family  centered  service  delivery  models.  In  addi- 
tion, NIDRR-funded  centers  are  now  required  to  more  broadly  disseminate  their  re- 
search findings  and  additional  dollars  will  be  needed  to  ensure  that  these  centers 
can  respond  to  this  need  without  jeopardizing  on-going  program  activity.  The  rec- 
ommendation also  would  enable  the  NIDRR  to  expand  its  ADA-related  educational 
and  technical  assistance  projects  and  centers.  In  addition,  we  need  to  increase  our 
efforts  to  ensure  that  the  technologies  are  both  appropriate  for  and  reach  culturally 
diverse,  minority,  and  other  under-represented  populations. 

The  funding  available  for  technology  research  at  NIDRR  has  dropped  by  just 
under  30  percent  in  real  dollars  over  the  last  15  years.  The  result  is  that  fewer 
funds  are  available  to  develop  the  next  generation  of  rehabilitation  and  assistive 
technology.  It  should  be  noted  that  at  the  same  time  the  technology  research  for 
persons  with  disabilities  has  decreased  within  NIDRR,  funds  for  advanced  tech- 
nology research  in  both  the  governmental  and  especially  the  private  sector  have 
been  increasing  dramatically. 

The  world  is  advancing  technologically  at  an  incredible  and  accelerating  pace.  In- 
dividuals can  ride  this  wave  if  they  have  the  assistive  technologies  and  the  access 
to  technology  developments  necessary  to  stay  on  top.  People  with  disabilities  can 
also  be  left  behind  if  we  do  not  adequately  fund  research  to  allow  them  to  stay  on 
the  technology  wave. 

RECOMMENDATIONS 

For  the  "Tech  Act"  RESNA  recommends  an  appropriation  of  $43.7  million  with 
report  language  noting  that  the  additional  funds  are  to  be  used  to  (1)  fully  fund  pro- 
grams in  each  state,  (2)  provide  added  funding  for  existing  state  programs  to  meet 
new  requirements  and  priorities  in  the  reauthorization  of  the  "Tech  Act". 

For  NIDRR  RESNA  recommends  an  appropriation  of  $80  million. 

STATEMENT  OF  ELIZABETH  BOGGS,  THE  ASSOCIATION  OF  RETARDED 
CITIZENS  [ARC] 

Senator  Stevens.  Is  Elizabeth  Boggs  here,  and  would  you  please 
come  forward?  Are  you  here  to  testify,  ma'am? 
Dr.  BoGGS.  I  am  here  to  testify. 

Senator  Stevens.  Well  then,  please  come  to  the  witness  table. 
Please  proceed. 
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Dr.  BoGGS.  As  you  said,  my  name  is  Elizabeth  Boggs,  and  on  be- 
half of  The  Arc  of  the  United  States  I  thank  the  committee  for  the 
opportunity  to  be  heard  on  the  1995  appropriations. 

This  committee  has  made  creative  contributions  to  the  advance- 
ment of  people  with  disabilities  ever  since  the  committee  was  inau- 
gurated under  the  chairmanship  of  Senator  Lester  Hill. 

Mental  retardation  is  one  of  the  main  causes  of  severe  disability 
and  economic  disadvantage  in  the  United  States  and  in  the  world. 
Over  1  million  children  and  adults  with  clinically  diagnosed  mental 
retardation  actually  receive  SSI,  or  Social  Security  benefits,  or 
both,  based  on  their  disability. 

The  pervasive  character  of  their  impairments  requires  attention 
to  their  health,  to  their  education,  to  their  possible  employment, 
and  to  their  legal  protection,  as  well  as  to  their  basic  support  and 
maintenance.  We  urge  you  to  base  your  budget  strategy  on  the 
principle  of  reducing  this  SSI  statistic  while  benefiting  these  indi- 
viduals, a  strategy  of  investment  and  primary  prevention,  and  on 
improving  the  independence  and  productivity  of  people  already  af- 
fected. 

You  have  our  written  statement  and  our  analysis  and  tabulation 
of  the  critical  programs,  29  pressure  points  within  the  budgets  of 
the  three  departments  under  your  jurisdiction. 

Let  me  highlight  some  of  these  essential  investments.  First  of  all, 
under  the  heading  of  primary  prevention,  we  need  the  attention  of 
the  Centers  for  Disease  Control  toward  the  prevention  of  fetal  alco- 
hol sjoidrome,  which  is  caused  by  drinking  during  pregnancy,  a  to- 
tally preventable  condition.  We  need  them  to  attend  to  the  preven- 
tion of  brain  damage  due  to  the  ingestion  of  lead  salts  in  air,  water, 
and  in  the  food  chain,  by  young  children,  and  in  many  other  re- 
spects the  programs  of  the  Centers  for  Disease  Control  are  critical 
to  primary  prevention. 

From  the  National  Institutes  of  Health,  we  looked  for  support  of 
research  in  neurology  and  genetics.  These  are  burgeoning  fields  of 
tremendous  potential,  to  which  the  University  of  Washington  and 
other  universities  around  the  country  have  made  important  con- 
tributions with  Federal  support. 

For  example,  the  genetic  mechanisms  for  fragile  X  syndrome  are 
being  elucidated.  This  condition  is  comparable  in  importance  to  the 
better-known  Down  syndrome.  Secondary  prevention  through  early 
intervention  is  equally  important. 

For  many  different  programs  such  as  Head  Start,  part  H  of  the 
Individuals  With  Disabilities  Education  Act,  which  promotes  devel- 
opment of  critical  skills  in  infants  and  toddlers  using  grants  to 
States,  the  preschool  grants,  maternal  and  child  health  bloc  grant, 
all  of  these  reach  young  children  at  risk  in  different  ways  or  at  dif- 
ferent stages  of  their  development. 

Finally,  under  the  heading  of  improved  productivity,  we  cannot 
yet  cure  mental  retardation,  but  we  can  alleviate  its  consequences. 
We  cannot  produce  college  graduates,  but  we  can  improve  earning 
capacity  for  a  substantial  fraction  of  people  identified  as  having 
mental  retardation.  As  a  matter  of  fact,  people  with  mental  retar- 
dation constitute  about  50  percent  of  the  people  on  SSI  who  take 
advantage  of  the  working  centers  provisions. 
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To  do  this,  to  increase  their  productivity,  we  need  support  for  the 
transition  from  school  to  work  through  the  mechanisms  of  the  Of- 
fice of  Special  Education.  From  the  Rehabilitation  Services  Admin- 
istration, we  need  an  expansion  of  the  rehabilitation  State  grants, 
both  the  basic  ones  and  those  that  are  targeted  to  supported  em- 
ployment programs. 

We  also  look  to  the  Department  of  Labor  for  the  expansion  of 
support  under  the  Job  Training  Partnership  Act  and  its  summer 
youth  programs,  where  these  can  be  applied  to  young  candidates 
with  disabilities. 

PREPARED  STATEMENT 

Suggested  dollar  figures  are  listed  in  our  written  statement.  The 
Arc  is  an  active  member  of  the  Consortium  for  Citizens  With  Dis- 
abilities. You  may  expect  a  comprehensive  report  with  detailed  jus- 
tifications from  the  CCD  early  in  April,  and  I  have  here  an  advance 
draft  copy,  and  we  want  to  assure  you,  however,  that  we  under- 
stand the  dilemmas  with  which  you  are  faced. 

We  rest  our  case,  confident  that  you  will  act  wisely. 

[The  statement  follows:] 

Statement  of  Elizabeth  Boggs 

Mr.  Chairman,  Committee  Members,  it  is  an  honor  and  a  pleasure  to  appear  be- 
fore you  today.  My  name  is  EUzabeth  Boggs.  I  am  a  member  of  the  national  Govern- 
mental Affairs  Committee  of  The  Arc.  This  year  The  Arc  marks  its  44th  year  of  na- 
tionwide service  to  people  with  mental  retardation  and  their  families. 

The  Arc  has  a  membership  of  over  120,000,  comprised  of  parents,  relatives,  per- 
sons with  mental  retardation,  professionals  and  other  concerned  persons.  Together, 
we  work  to  secure  for  the  seven  million  people  in  this  nation  with  mental  retarda- 
tion, the  opportunity  to  choose  and  realize  their  goals  of  where  and  how  they  learn, 
live,  work,  and  play. 

MENTAL  retardation  AND  FEDERAL  POLICY 

People  with  mental  retardation  constitute  one  of  our  nation's  largest  groups  of 
citizens  having  disabilities.  Today,  one  out  of  every  10  Americans  has  a  family  mem- 
ber with  mental  retardation.  Slightly  more  than  100,000  newborn  children  are  likely 
to  be  added  to  this  group  each  year  unless  far-reaching  preventative  measures  are 
discovered  and  used.  Mental  retardation  cuts  across  the  lines  of  racial,  educational, 
social,  religious  and  economic  background. 

Government  must  and  does  play  a  vital  role  in  providing  early  intervention,  edu- 
cation, vocational  training,  health,  housing  and  other  important  services  to  people 
with  mental  retardation  and  their  families.  Prevention  of  mental  retardation  and 
other  disabilities  also  must  rely  heavily  on  government  support. 

The  Arc  clearly  recognizes  the  difficult  choices  facing  the  Clinton  Administration, 
the  103rd  Congress,  and  this  Subcommittee  as  you  seek  to  establish  spending  levels 
for  the  many  important  human  services  programs  under  your  jurisdiction.  We  fully 
understand  the  constraints  this  Subcommittee  is  under  due  to  the  spending  caps  re- 
quired by  last  year's  budget  agreement. 

As  our  nation  faces  an  ongoing  economic  struggle,  many  people  with  mental  retar- 
dation are  also  facing  difficult  personal  struggles,  as  federal,  state  and  local  govern- 
ments, the  private  sector,  singly  and  in  combination,  are  increasingly  unable  to  pro- 
vide even  basic  essential  services  to  them.  We  are  keenly  aware  that  tens  of  thou- 
sands of  people  with  mental  retardation  linger  on  interminable  waiting  lists  for 
community  based  services.  Tens  of  thousands  more  languish  in  inappropriate  and 
costly  congregate  care  facilities  such  as  institutions  and  nursing  homes.  Thousands 
of  others  are  young  adults  who  have  completed  their  education  but  are  forced  into 
wasteful  idleness  at  home  or  in  the  streets  because  of  the  lack  of  resources  and 
training  opportunities  which  lead  to  real  jobs.  Unfortunately,  they  become  part  of 
the  statistics  that  result  in  our  economic  crisis  instead  of  being  part  of  the  solution. 

In  the  time  I  have  remaining,  I  would  like  to  call  to  your  attention  that  people 
with  mental  retardation  and  their  families  are  hopeful  for  change  in  America,  where 
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they  will  have  access  to  quality  health  care,  enjoy  sound  educational  opportunities, 
and  contribute  to  our  economy  as  consumers  and  taxpayers  through  meaningful  em- 
ployment. 

A  number  of  high  priority  programs  which  are  critical  in  the  lives  of  children  and 
adults  with  mental  retardation  and  their  families  fall  within  the  jurisdiction  of  this 
Subcommittee  and  warrant  your  consideration. 

EARLY  INTERVENTION 

The  Arc  is  very  supportive  of  President  Clinton's  and  this  Subcommittee's  goal  to 
significantly  expand  the  Head  Start  program.  A  number  of  children  with  mental  re- 
tardation are  now  enrolled  in  Head  Start  and  their  numbers  would  be  expanded 
under  President  Clinton's  plan.  For  the  vast  majority  of  young  children  with  mental 
retardation,  however,  their  head  start  is  found  in  the  Part  H  Early  Intervention  pro- 
gram and  in  the  Preschool  program  within  the  Individuals  with  Disabilities  Edu- 
cation Act.  We  strongly  urge  you  to  provide  the  highest  possible  appropriation  levels 
so  these  programs  can  fiilly  meet  the  needs  of  young  children  with  mental  retarda- 
tion and  other  disabilities. 

EMPLOYMENT 

Emplojmtient  programs  are  the  key  for  persons  with  mental  retardation  to  enter 
the  work  force  and  contribute  to  society.  For  persons  with  mental  retardation  who 
seek  to  enter  the  work  force,  federally  supported  job  training  programs  pave  the 
road  to  economic  self-sufficiency.  Today,  tens  of  thousands  of  inmviduals  with  men- 
tal retardation  bide  their  time,  often  in  dead  end  sheltered  workshops,  waiting  to 
receive  services  through  vocational  rehabilitation  and  supported  employment  pro- 
grams. In  1992,  the  Congress  enacted  far-reaching  improvements  to  the  Rehabilita- 
tion Act.  The  promise  of  those  improvements  can  only  be  realized  if  the  Congress 
appropriates  substantially  increased  funding  for  the  vocational  rehabilitation  and 
supported  emplojonent  state  grant  programs. 

Similarly,  the  Job  Training  Partnership  Act  state  grant  and  pilot  and  demonstra- 
tion programs  serve  as  important  training  and  job  placement  opportunities  for  peo- 
ple with  mental  retardation.  Our  Association  operates  a  very  successful  job  place- 
ment program  fiinded  by  JTPA.  It  is  cost  effective  and  it  really  works.  J'TPA  must 
be  expanded  if  more  economically  disadvantaged  people  who  are  also  disabled  are 
to  enter  the  work  force. 

PREVENTION 

The  reduction  in  the  incidence  and  prevalence  of  mental  retardation  is  one  of  the 
major  goals  of  The  Arc.  In  fact,  our  mission  emphasizes  the  prevention  of  Fetal  Alco- 
hol Syndrome  (the  leading  preventable  cause  of  mental  retardation)  and  lead  poison- 
ing, as  well  as  the  importance  of  an  effective  immunization  program  as  a  preventive 
tool. 

There  are  several  small  disability  prevention  programs  presently  located  at  the 
Centers  for  Disease  Control  and  Prevention.  These  are  the  Disabilities  Prevention 
program,  the  Fetal  Alcohol  Syndrome  Prevention  program,  the  Spina  Bifida  and 
Anencephaly  Prevention  program,  and  the  Birth  Defects  Surveillance  program.  If 
adequately  funded,  each  of  these  programs  has  the  potential  to  reduce  the  incidence 
and  prevalence  of  mental  retardation  and  a  large  number  of  developmental  disabil- 
ities. For  example,  FAS  is  the  leading  completely  preventable  cause  of  mental  retar- 
dation. Unfortunately,  each  of  these  programs  operates  only  on  the  strength  of  a 
small  annual  appropriation.  The  Arc  recommends  increased  fiscal  year  1995  appro- 
priations for  these  four  programs. 

The  Arc  also  recommends  increased  funding  for  the  CDC  Lead  Poisoning  Preven- 
tion program. 

The  Arc  strongly  supports  the  Administration's  initiative  to  increase  childhood 
vaccinations.  This  initiative  would  finance  vaccine  purchases  and  education  and  out- 
reach programs  to  reduce  the  incidence  and  prevalence  of  mental  retardation  and 
other  developmental  disabilities. 

SALARIES  AND  EXPENSES 

As  the  size  of  the  Federal  Government  staff  is  adjusted,  attention  must  be  given 
to  agencies  where  existing  serious  staff  shortages  result  in  significant  delays  in  eli- 
gibility determination,  enforcement,  and  monitoring  activities.  Kev  agencies  which 
are  currently  seriously  understaffed  include  the  Social  Security  Administration  and 
the  Office  of  Special  Education  Programs  in  the  Department  of  Education.  Rather 


442 

than  staffing  cuts,  these  agencies  desperately  need  staffing  increases  in  order  to 
meet  their  program  goals.  Current  applicants  for  Social  Security  disability  programs 
must  wait  an  average  of  seven  months  to  have  their  eligibility  determined.  This  is 
far  too  long  and  places  people  with  disabilities  who  have  no  jobs  and  few,  if  any, 
resources  at  serious  personal  risk. 

Monitoring  compliance  activities  by  OSEP  are  on  a  six  to  seven  year  cycle,  again 
far  too  long  to  effectively  monitor  school  systems'  compliance  with  the  Individuals 
with  Disabilities  Education  Act.  If  the  Office  of  Special  Education  is  to  meet  its  Fed- 
eral monitoring  mandate,  it  simply  must  have  more  staff". 

OTHER  PROGRAMS 

There  are  a  number  of  other  federally  funded  programs  that  support  the  needs 
of  people  with  mental  retardation  and  their  families  through  the  lifespan,  including 
the  Maternal  and  Child  Health  Block  Grant,  the  Title  XX  Social  Services  Block 
Grant,  the  programs  within  the  Developmental  Disabilities  Act  and  the  discre- 
tionary programs  within  the  Rehabilitation  Act  and  the  Individuals  with  Disabilities 
Education  Act.  Each  of  these  warrant  continuing  and  expanded  support,  as  do  the 
important  research  activities  carried  out  in  the  mental  retardation  and  developmen- 
tal disabilities  branch  of  the  National  Institute  of  Child  Health  and  Human  Devel- 
opment. 

Mr.  Chairman,  The  Arc  is  very  pleased  to  have  had  this  opportunity  to  share  our 
views  and  recommendations  on  these  critical  programs  with  the  Committee.  We 
want  to  thank  you  for  your  strong  support  in  the  past  and  urge  you  once  again  to 
be  responsive  to  the  needs  of  people  with  mental  retardation  through  an  appropria- 
tions bill  that  will  allow  for  quality  and  growth  in  these  programs. 

Senator  Stevens.  Thank  you  very  much. 

Ms.  McGee  and  Mr.  Kerscher,  let  me  tell  you  that,  as  I  do  from 
time  to  time — my  father  was  blind,  and  I  try  to  keep  track  of  aid 
to  the  blind.  I  was  just  this  morning  in  Rules  Committee  briefed 
by  a  young  man  who  was  working  a  computer  that  goes  into  the 
new  Gopher  and  Marvel  programs  through  Internet,  and  there  are 
some  marvelous  new  programs  out  there  now  that  will  be  attached 
with  audio  for  the  blind.  I  am  just  delighted  to  see  some  of  it. 

But  let  me  tell  you,  one  of  the  questions  that  we  have  for  you 
is,  you  provide  these  educational  materials  for  students  with  dis- 
abilities, students  with  blindness  in  particular  for  you.  Under  the 
disabilities  act,  we  do  require  school  districts  to  make  these  avail- 
able. Do  those  school  districts  pay  you  for  the  RFB's? 

Mr.  Kerscher.  The  electronic  books  that  we  are  selling  are  sold 
either  to  the  school  district  or  to  individual  students,  and  we  sell 
that  to  anybody  who  is  registered  with  our  organization  that  has 
a  print  disability. 

Certainly  people  who  are  blind  qualify,  but  also  people  who  have 
low  vision,  people  who  have  a  learning  disability  and  cannot  read 
standard  print,  and  people  who  are  orthopedically  impaired  and 
cannot  turn  pages  are  big  users  of  the  dictionaries  and  things  like 
this,  where  page  turning  is  essential  in  order  to  get  at  the  informa- 
tion in  the  book. 

We  serve  all  those  people,  and  the  software  that  we  have  devel- 
oped is  very  easy  for  sighted  people  to  use.  It  is  used  by  sighted 
people  every  day  in  the  software  world,  so  a  student  or  a  teacher 
working  with  students  with  disabilities  is  going  to  be  able  to  see 
exactly  what  is  going  on  with  a  student.  They  might  not  be  able 
to  read  the  refreshable  braille  screen  or  listen  as  quickly  as  a  blind 
person  does  to  a  speech  sjmthesizer,  but  they  can  see  exactly  the 
page,  chapter,  and  section  that  they  are  on,  because  the  screen  re- 
mains intact. 
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Ms.  McGee.  Senator,  if  I  could  add,  Greorge  mentioned  selling 
this  and  the  electronic  text.  The  E-Text  that  we  are  developing  is 
indeed  sold  for  a  modest  fee.  Our  audio  taped  books,  the  edu- 
cational books  on  audio  tape,  are  loaned  free  of  charge  to  students 
from  elementary  school  through  post  graduate,  and  that  service  is 
free  to  the  students. 

We  are  piloting  a  program  whereby  institutions  can  register  as 
an  institution  for  a  fee  and  get  the  audio  books  or  the  master  tapes 
for  all  of  their  students.  We  are  trying  different  ways  to  recover  our 
direct  costs,  but  the  audio  taped  books  are  free  on  loan  to  our  stu- 
dents, and  the  E-Text  which  George  has  pioneered  is  offered  for 
sale,  but  at  a  fraction  of  its  actual  cost. 

Senator  Stevens.  You  had  recommended  an  increase  in  funding 
that  is  included  in  the  1995  request.  I  think  the  question  really  is 
whether,  if  you  are  not  being  reimbursed  now  for  some  of  the  mate- 
rials you  have  previously  made  available  at  cost  to  the  organiza- 
tions for  the  blind,  does  the  new  act  require  districts  to  make  them 
available? 

Ms.  McGee.  We  have  programs  to  work  with  the  States  to  try 
to  get  money  from  their  appropriations,  because  they  do  not  pro- 
vide it,  often  do  the  work  themselves,  but  they  come  to  RFB  to  get 
the  copies  they  need  for  their  students.  We  are  seeking,  then,  cost 
recovery  through  the  States  and  through  the  school  districts  as 
well.  That  is  a  slow  process,  but  we  are  trying  to  do  that  cost  recov- 
ery. 

Senator  STEVENS.  Gk)od.  Thank  you. 

Ms.  Musser,  I  learned  how  to  use  braille  when  I  was  young.  This 
morning  I  saw  this  young  man  with  his  computer.  Are  those  new 
technologies  that  provide  scanners  and  voice  audio  not  going  to  re- 
duce the  need  for  the  people  that  you  are  asking  for  to  teach 
braille? 

Incidentally,  this  morning  they  brought  us  the  statement  for  the 
introduction  of  today's  program  printed  out  in  braille.  Those  in  the 
audience  who  are  blind  could  take  home  a  copy  and  read  the  state- 
ment, just  as  I  could  read  the  printed  copy  from  the  same  com- 
puter. Now,  is  that  not  going  to  reduce  some  of  the  demand  that 
you  were  talking  about? 

Ms.  Musser.  Yes,  Senator;  it  is  wonderful,  but  you  have  to  first 
learn  how  to  read  braille,  and  if  you  do  not  know  braille,  you  can- 
not read  the  print-outs. 

Senator  Stevens.  So  they  are  going  to  learn  to  read  from  the 
computer  now? 

Ms.  Musser.  We  need  teachers  so  the  blind  know  how  to  read 
braille. 

Senator  Stevens.  But  ma'am,  the  computer  teaches  you  now.  My 
father  taught  me.  The  computer  teaches  you  to  read  braille  now. 

Ms.  Musser.  But  the  computer  cannot  teach  you  the  dots.  You 
have  to  learn  to  feel  them  and  read  them. 

Senator  Stevens.  I  understand,  but  they  teach  you  because  you 
hear  the  word  "a,"  and  you  feel  it,  and  you  hear  the  word  "b,"  you 
know,  just  as  I  learned  to  read  it,  although  I  was  sighted.  WTiat 
I  am  really  saying  is,  do  you  not  think  you  need  the  money  and 
the  discretion  in  the  areas  where  the  money  is  going  to  go  as  to 
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whether  we  need  braille  teachers  or  people  to  instruct  the  blind  on 
how  to  use  the  new  computers? 

Ms.  MUSSER.  Fine.  Anything  works,  but  still,  in  order  to  read  the 
computer  print-outs  we  have  now — through  the  1993  budget  we  got 
some  programs  for  braille,  but  still,  you  still  have  to  help  the  blind 
person  what  it  is  all  about,  braille.  You  have  to  learn  the  contrac- 
tions. You  have  to  be  introduced  to  it.  All  these  programs  are  fine, 
but  it  is  still — it  is  just  like  a  sighted  person,  somebody  has  to  help 
you.  You  as  a  sighted  person  do  not  know  how  a  word  is  put  to- 
gether. You  just  hear  it  on  tapes.  That  is  not  good  enough.  That 
is  not  reading. 

As  I  pointed  out,  my  daughter  in  college,  they  assumed  that  by 
just  listening,  this  is  reading.  That  is  not  reading.  Blind  people 
should  have  much  more  access  to  reading  like  you  and  I. 

Senator  Stevens.  I  do  not  want  to  prolong  this,  but  you  must 
have  taught  your  daughter  how  to  use  braille.  You  taught  her, 
right? 

Ms.  MussER.  Yes. 

Senator  Stevens.  Today  she  could  sit  in  front  of  a  computer  that 
would  have  your  voice,  a  thousand  people  could  hear  your  voice  on 
a  thousand  different  computers. 

So  all  I  am  telling  you  is,  the  scope  of  instruction  is  much  broad- 
er in  the  technology  base. 

Ms.  MussER.  As  long  as  we  do  something,  but  right  now  there 
is  not  enough  done.  Too  many  blind  people  graduate  from  college 
and  cannot  read,  write,  or  spell.  Whatever  method  we  do  it  is  fine, 
but  we  have  got  to  help  them.  Whatever  works  best. 

Senator  Stevens.  I  have  watched  a  lot  of  young  people  come  and 
go  in  the  Senate,  and  I  will  tell  you,  Mr.  Harkin  is  doing  a  good 
job  of  looking  after  blind  people,  so  I  want  you  to  know  as  a  person 
very  interested  in  this,  I  am  not  that  worried  about  where  the 
money  is  going  right  now. 

Ms.  Wobschall,  I  think  we  ought  to  hire  you  to  read  more  infor- 
mation in  3  minutes  than  I  think  any  witness  ever  did.  [Laughter.] 

Your  vocational  State  grants  also  are  used  to  provide  assistive 
technology  devices  to  individuals  with  disabilities.  We  had  another 
demonstration  this  morning  for  the  deaf.  I  did  not  get  to  see  it  all, 
but  it  was  there,  and  I  am  going  to  go  over  and  see  it  in  the  Li- 
brary of  Congress. 

By  the  way,  if  you  want  to  see  it,  you  ought  to  go  over  to  the 
Library  of  Congress.  They  have  all  those  things  on  demonstration 
this  week. 

But  are  the  State  grant  and  Tech  Act  programs  coordinated 
enough  for  you? 

Ms.  Wobschall.  Can  we  ever  have  too  much  coordination? 

Senator  Stevens.  I  know  you  do  not  have  enough  money,  but  do 
you  have  enough  coordination? 

Ms.  Wobschall.  Speaking  from  personal  experience  as  a  Tech 
Act  director,  I  believe  that  there  can  always  be  more  coordination. 
One  of  the  purposes  for  the  Tech  Act  is  to  act  as  a  catalyst  for  sys- 
tems change  so  that  individuals  with  disabilities  who  enter  a  sys- 
tem needing  assistive  technology  at  any  point  in  life  have  some- 
what of  a  seamless  system,  so  the  role  of  the  Tech  Act  project,  so 
to  speak,  is  to  sort  of  smooth  that  transition  between  early  child- 
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hood,  education,  vocational,  and  older  ages.  We  are  charged  with 
serving  people  with  all  disabilities. 

To  answer  your  question  more  specifically,  that  is  something  we 
are  consistently  working  at.  In  my  view,  there  is  not  enough  coordi- 
nation, but  I  think  it  is  something  that  needs  to  be  approached  at 
a  State-by-State  level,  developing  those  relationships  between  var- 
ious agencies. 

Senator  Stevens.  Thank  you.  That  is  a  good  answer. 

You  gave  us  another  statement  beyond  the  one  that  you  filed.  Dr. 
Boggs.  We  do  thank  you  for  that,  but  you  have  given  us  a  lot  of 
priorities.  On  behalf  of  the  staff,  we  would  like  to  request  that  you 
tell  us  what  your  priorities  are?  You  have  asked  for  so  much.  I  do 
not  blame  you,  but  you  should  give  us  your  priorities. 

Dr.  BOGGS.  Well,  I  did  not  lay  out  all  29  objectives  that  we  have. 
I  selected  a  few  out  of  that  list,  and  I  think  I  should  say  that  we 
need  small  amounts,  relatively  small  amounts  of  money  in  a  large 
number  of  places,  and  that  looks  like  a  lot  of  requests,  but  if  you 
total  it  up,  it  does  not  necessarily  add  up  to  more  than  one  big 
chunk  somewhere  else. 

Senator  Stevens.  I  understand  that,  but  it  adds  up  a  lot  more 
than  those  few  items  that  you  dealt  with,  so  it  would  be  nice  if  you 
prioritized  your  request.  Could  you  do  that  for  us?  In  effect,  you  are 
asking  us  to  do  that.  It  would  be  better  if  you  gave  it  to  us,  because 
we  are  liable  not  to  have  your  priorities. 

Dr.  BoGGS.  I  apparently  have  not  made  my  point  clear,  and  that 
is  that  it  happens  that  the  way  the  Government  is  organized  we 
need  small  amounts  of  money  in  many  places.  If  they  happened  to 
be  organized  differently,  so  that  we  could  just  give  it  to  one  agency, 
that  would  be  fine. 

We  have  tried  to  lay  out  for  you  how  that  distribution  should  be 
done,  so  if  you  give  a  priority  to  the  field  of  developmental  disabil- 
ities, disabilities  that  originate  early  in  life,  and  see  where  that 
needs  to  be  addressed,  and  whether  it  is  in  the  Department  of 
Labor,  the  Department  of  Education,  or  the  Department  of  Health 
and  Human  Services,  we  will  be  pleased  with  your  activity.  To  say 
that  we  need  only  one  of  those  things  is  impossible. 

Senator  Stevens.  When  I  go  to  the  chairman  of  any  one  of  these 
subcommittees  and  ask  for  things  for  Alaska,  do  you  know  what 
they  ask  me  to  do?  Put  them  down  in  the  line  of  your  priority.  We 
may  get  half-way  down  the  list  1  year.  We  may  only  get  a  few  an- 
other year.  We  might  get  them  all  another  year,  but  they  still  ask 
me  for  prioritization.  That  is  all  I  am  asking  you  for,  what  they  ask 
me  for. 

Senator  Murray  asked  me  for  the  same 

Dr.  BoGGS.  Well,  I  ask  you  for  two  priorities,  basically.  One  is 
to  prevent  mental  retardation  where  it  is  possible,  and  to  increase 
the  productivity  of  people  who  are  mentally  retarded  so  they  can 
get  off  SSI  and  contribute  to  the  tax  base. 

Senator  Stevens.  We  thank  you  very  much.  I  see  Senator  Mur- 
ray is  back  early. 

The  next  panel  will  be  Reverend  George,  Annette  Mack,  Mary 
Louise  Schweikert,  and  Paul  Schroeder.  Thank  you  very  much.  It 
is  nice  to  see  you. 
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Thank  you,  Patty.  I  spent  many  hours  in  here  with  your  prede- 
cessor, Senator  Magnuson,  as  you  know,  and  I  am  happy  to  now 
be  associated  with  you  on  this  committee. 

Senator  Murray  [presiding].  Thank  you,  Senator,  again.  Thank 
you  to  Senator  Stevens  for  taking  over.  I  very  much  appreciate 
that. 

Senator  Stevens.  Thank  you  very  much. 

STATEMENT  OF  REV.  WILLIAM  L.  GEORGE,  S.J.,  ASSISTANT  TO  THE 
PRESIDENT,  GEORGETOWN  UNIVERSITY 

Senator  Murray.  We  will  begin  with  Reverend  Greorge  when  he 
is  ready.  ^_^____-- 

Reverend  GEORGE.  Senator  Murray,  Senator  Stevens,  members  of 
the  committee,  and  staff,  thank  you  for  the  opportunity  to  testify. 

I  would  like  to  thank  you  and  the  staff  for  the  opportunity  to  tes- 
tify. I  will  just  single  out  a  couple  of  items,  and  be  as  brief  as  pos- 
sible. 

Senator  Stevens.  Pardon  me.  You  better  be  careful.  He  will  ask 
you  to  come  to  dinner,  too. 

Reverend  George.  Still  waiting,  Senator.  [Laughter.] 

Gee,  he  must  not  like  the  way  we  cook  at  Georgetown. 

But  I  would  like  to  ask  the  committee  to  consider  funding  the 
law  school  clinical  education  program  in  the  Department  of  Edu- 
cation— it  did  not  fare  too  well  in  the  President's  budget — and  to 
ask  the  committee  to  especially  consider  the  value  of  the  clinical 
program  for  the  Federal  legislative  process  that  we  are  after  at 
Georgetown. 

prepared  statement 

The  other  item  I  would  like  to  highlight  is  the  perinatal  research 
grants  at  (Georgetown.  We  won  a  competitive  grant  for  that  with 
the  Department  of  Health,  and  it  was  originally  understood  to  be 
for  3  years,  and  we  understand  that  the  third  year  is  at  risk  at  the 
moment.  What  it  will  do  is  work  at  solving  some  of  the  problems 
in  perinatal  and  infant  morbidity  in  the  mortality  crisis,  and  unfor- 
tunately the  District  of  Columbia  is  a  very  good  place  to  study  that, 
because  more  than  20  children  out  of  every  1,000  do  not  see  their 
first  birthday  in  the  city,  so  those  are  the  two  things  I  would  like 
to  highlight,  and  I  thank  you.  Madam  Chairman. 

Senator  Murray.  Thank  you. 

[The  statement  follows:] 

Statement  of  Rev.  William  L.  George,  S.J. 

Mr.  Chairman  and  members  of  the  Committee,  I  am  Rev.  WilUam  L.  George,  S.J., 
assistant  to  the  president  of  Georgetown  University.  Thank  you  for  the  opportunity 
to  testify  on  the  following  subjects:  the  Perinatal  Research  Branch,  the  Clinical  Pro- 
gram on  the  Federal  Legislative  Process,  the  Health  Education  Assistance  Loan  Pro- 
gram, the  National  Reference  Center  for  Bioethics  Literature,  and  the  Bioethics  In- 
formation Retrieval  Project. 

PERINATAL  RESEARCH  BRANCH  AT  GEORGETOWN  UNIVERSITY  MEDICAL  CENTER 

The  NICHD  has  established  its  Perinatal  Research  Branch  (PRB)  at  Georgetown 
University  Medical  Center  (GUMC)  in  the  District  of  Colvunbia. 

The  stated  missions  of  the  PRB  are  perinatal  research  and  training  in  order  to 
meet  the  challenge  of  solving  the  perinatal  and  infant  morbidity  and  mortfdity  cri- 
sis. GUMC  shares  these  missions  and  contributes  a  third  mission  of  patient  care. 
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Thus,  the  newly  created  PRB  will  emphasize  a  multidisciplinary  approach  using  ex- 
pertise from  clinical  (MFM,  Neonatology,  and  Perinatal  Pathology)  as  well  as  Basic 
Sciences  and  Epidemiology  to  improve  the  etiologic  understanding,  diagnosis,  treat- 
ment, and  prevention  of  disorders  related  to  infant  mortality. 

The  District  of  Columbia  was  considered  an  ideal  site  due  to  the  very  high  inci- 
dence of  infant  mortality  here  in  comparison  to  other  major  urban  areas  throughout 
the  United  States.  The  most  recent  statistics  available  indicate  that  20.2  of  every 
1,000  babies  died  before  their  first  birthday  in  the  District. 

GUMC  was  awarded  funding  for  this  important  program  through  a  competitive 
process.  We  request  specific  mention  of  the  Perinatal  Research  Branch  in  the  Com- 
mittee report  for  fiscal  year  1995:  fiscal  year  1993  awarded  $3,210,091,  fiscal  year 
1994  awarded  $9,921,751,  and  fiscal  year  1995  request  $13,513,748. 

GEORGETOWN  UNIVERSITY  LAW  CENTER  CLINICAL  PROGRAM  ON  THE  FEDERAL 

LEGISLATIVE  PROCESS 

Georgetown  University  Law  Center  has  established  a  Clinical  Program  on  the 
Federal  Legislative  Process.  It  would  like  to  expand  that  program  into  a  Federal 
Legislative  Center  at  which  students,  faculty,  and  selected  scholars  could  study  the 
Congressional  process.  The  Center  would  include  a  clinical  education  program,  aca- 
demic fellowships,  seminars  and  conferences  concerning  substantive  and  process  is- 
sues pertaining  to  Congress,  and  archival  and  media  facilities  for  such  a  study. 

One  component  of  the  Center  would  be  an  expanded  Federal  Legislation  Clinic 
where  students  would  receive  a  rigorous  academic  and  practical  learning  experience 
concerning  the  legislative  process.  Students  would  work  with  selected  non-profit, 
public  interest  organizations  in  formulating  and  implementing  their  legislative 
agendas.  They  would  also  assist  congressional  and  committee  staff  in  researching 
issues  and  developing  legislation.  The  clinic  would  not  only  offer  students  an  excel- 
lent hands-on  and  theoretical  educational  experience  concerning  the  congressional 
process,  it  would  also  encourage  and  prepare  some  of  them  for  a  career  in  public 
service.  Thus,  the  benefits  extend  beyond  Georgetown  and  the  individual  students 
to  the  nation  as  well. 

Georgetown  is  a  natural  place  for  the  federal  legislative  Center  because  we  are 
located  close  to  Capitol  Hill,  employ  many  congressional  and  administrative  agency 
staff  members  as  adjunct  professors,  and  operate  a  state  legislation  clinic.  George- 
town is  uniquely  qualified  to  establish  this  center. 

The  need  for  such  a  Center  is  clear.  No  comprehensive  academic  center  currently 
exists.  The  clinical,  scholarly,  and  archival  components  of  the  Center  make  it  a 
much-needed  institution,  bridging  the  academic  and  practical  features  of  the  na- 
tional legislative  process.  We  urge  the  Subcommittee  to  continue  funding  the  Law 
School  Clinical  Education  Program  and  to  note  in  its  report  the  importance  of  fund- 
ing clinical  education  regarding  the  federal  legislative  process.  Alternatively,  we  ask 
the  Subcommittee  to  provide  ftinds  for  such  a  program  and  urge  the  use  of  discre- 
tionary funds  by  the  Department. 

HEALTH  EDUCATION  ASSISTANCE  LOAN  (HEAL) 

The  Health  Education  Assistance  Loan  (HEAL)  remains  an  integral  financial  aid 
program  for  students  at  our  institution.  During  the  1993-94  academic  year,  over  30 
percent  of  our  borrowers  have  accessed  the  HEAL  program  with  loans  averaging 
over  $13,000  per  student.  We  have  been  able  to  maintain  our  policy  of  financial 
blind  admissions  in  part  due  to  the  availability  of  the  HEAL  program  for  our  stu- 
dents. 

Though  not  an  inexpensive  institution,  the  Georgetown  University  School  of  Medi- 
cine has  maintained  the  same  tuition  cost  for  six  years.  However,  living  expenses 
and  other  educational  costs  for  medical  students  have  continued  to  rise.  It  is  there- 
fore critical  that  the  HEAL  program  remain  a  strong  and  viable  financing  option 
for  students  in  schools  of  medicine  who  need  financial  aid.  In  this  regard,  we  ap- 
plaud and  thank  the  committee  for  not  supporting  previous  plans  for  a  proposed 
phaseout  of  the  HEAL  program. 

We  are  pleased  that  our  efforts  have  resulted  in  a  current  HEAL  default  rate  of 
4.6  percent,  a  rate  below  that  which  requires  institutional  participation  in  the 
HEAL  risk  sharing  provisions  which  were  implemented  January  1,  1993  as  part  of 
the  Health  Professions  Education  Extension  Amendments  of  1992  (Public  Law  104— 
208).  With  regard  to  this  recent  legislation,  we  would  like  to  thank  Congress  for  al- 
lowing students  to  pay  smaller  insurance  premiums  on  their  HEAL  loans  when  they 
attend  institutions  with  low  HEAL  default  rates.  In  addition,  we  commend  Congress 
for  passing  provisions  which  now  allow  borrowers  to  consolidate  their  HEAL  loans 
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with  loans  borrowed  through  Title  IV  programs  such  as  the  Federal  Stafiford  Loan, 
Federal  Supplemental  Loan  for  Students,  and  Federal  Perkins  Loan. 

NATIONAL  REFERENCE  CENTER  FOR  BIOETHICS  LITERATURE,  AND  BIOETHICS  INFORMA- 
TION RETRIEVAL  PROJECT,  KENNEDY  INSTITUTE  OF  ETHICS,  GEORGETOWN  UNIVER- 
SITY 

Through  the  work  of  these  two  projects,  the  world's  literature  in  bioethics  is  clas- 
sified and  indexed.  This  information  is  then  used  to  prepare  BIOETHICSLINE  for 
the  National  Library  of  Medicine,  the  annual  Bibliography  of  Bioethics,  and  to  re- 
spond to  requests  for  bioethics  information  from  across  the  nation  and  abroad. 

Congress  accurately  foresaw  the  growing  need  to  provide  policy  makers,  health 
care  professionals,  educators,  lawyers,  and  the  general  public  with  access  to  the 
bioethics  literature.  Congress  itself  has  considered  many  bioethical  issues  in  recent 
months  including:  fetal  tissue  transplantation  research,  genetic  testing  and  privacy, 
access  to  health  care,  fertility  clinic  success  rates,  and  me  Patient  Self-Determina- 
tion  Act.  These  resources  provide  support  for  such  debates. 

In  siunmary,  we  request:  the  inclusion  of  report  language  concerning  the 
Perinatal  Research  Branch  at  Georgetown  University  Medical  Center  in  the  Com- 
mittee's fiscal  year  1995  Report;  support  for  the  Clinical  Program  on  the  Federal 
Legislative  Process  at  Georgetown  University  Law  Center;  and  continued  support  of 
the  Health  Education  Assistance  Loan  program  as  well  as  the  National  Reference 
Center  for  Bioethics  Literature  and  the  Bioethics  Information  Retrieval  Project. 

STATEMENT  OF  ANNETTE  MACK,  INTERNATIONAL  ASSOCIATION  OF 
BUSINESS,  INDUSTRY,  AND  REHABILITATION 

Senator  MURRAY.  Annette  Mack. 

Ms.  Mack.  Grood  afternoon,  Senator  Murray  and  members  of  the 
subcommittee.  My  name  is  Annette  Mack.  I  am  here  to  speak  on 
behalf  of  the  International  Association  of  Business,  Industry,  and 
Rehabilitation,  the  association  of  projects  with  industry. 

I  am  a  businessperson  of  Seattle.  I  am  not  a  lobbyist.  I  am  not 
an  employee  of  a  program.  I  want  to  talk  to  you  as  a  local  em- 
ployer. I  am  the  human  resources  director  at  Seattle  Film  Works, 
a  rapidly  growing  Seattle-based  company  which  has  been  recog- 
nized as  one  of  the  outstanding  small  businesses  in  our  country. 
Seattle  Film  Works  has  a  strong  commitment  to  working  with  peo- 
ple having  disabilities.  Seattle  FilmWorks  currently  employs  370 
employees. 

We  appreciate  the  very  strict  budgetary  limits  faced  by  this  sub- 
committee. Because  of  those  limits,  we  think  you  should  put  a  pri- 
ority on  programs  that  first  meet  an  identified  need,  such  as  pro- 
viding job  opportunities  to  those  with  the  most  significant  barriers 
to  employment,  and  second,  have  a  proven  track  record  of  meeting 
identified  needs,  and  at  the  same  time  reducing  net  Government 
expenditures. 

I  serve  on  the  Business  Advisory  Council  of  the  University  of 
Washington  Neurological  Rehabilitation  Services  Project  with  In- 
dustry. The  project  is  funded  by  the  Rehabilitation  Services  Admin- 
istration of  the  Department  of  Education.  RPWI  is  one  of  the  133 
projects  across  the  country.  These  are  programs  that  have  singular 
purposes  of  assisting  persons  with  disabilities  in  gaining  employ- 
ment in  competitive  community  jobs.  In  Washington  State,  there 
are  also  projects  in  Mount  Lake  Terrace  and  in  Spokane. 

I  have  been  involved  with  the  PWI  for  approximately  5  years  in 
various  parts  of  their  program.  I  am  familiar  vdth  the  clients  of 
this  program,  and  have  interviewed  and  have  placed  clients  with 
epilepsy,  traumatic  brain  injuries,  stroke,  multiple  sclerosis,  and 
other  neurological  involvement. 
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Seattle  FilmWorks  has  hired  several  persons  under  the  PWI  pro- 
gram. We  hired  a  young  man  who  suffered  a  severe  brain  injury 
in  a  car  accident  when  he  was  in  high  school.  When  hired  in  1990, 
he  had  significant  paralysis,  cognitive  limitations,  and  only  10  per- 
cent normal  expressive  speech.  We  were  able  to  provide  a  part-time 
job  as  an  accommodation.  He  moved  up  to  full-time  after  his  work 
tolerances  had  improved. 

In  Spokane,  S.L.  Start  &  Associates  has  placed  someone  as  a 
prep  cook  at  Tony  Romer's.  This  seems  hardly  remarkable  until 
you  find  out  the  person  is  blind.  He  had  been  a  cook,  but  lost  his 
sight  in  a  mugging.  A  member  of  the  Start  Business  Advisory 
Council  manages  the  restaurant.  He  wanted  to  give  the  person  a 
chance  to  cook  again,  and  made  the  accommodations  necessary  to 
make  that  a  reality. 

We  recommend  that  $50  million  be  appropriated  for  projects  with 
industries  for  fiscal  year  1995.  This  is  also  the  recommendation  of 
the  Consortium  of  Citizens  with  Disabilities.  Yes;  this  is  more  than 
twice  the  current  funding  level  of  $22.05  million.  The  $50  million 
expenditure  would,  however,  result  in  $150  million  in  savings  in  1 
year  alone. 

PREPARED  STATEMENT 

This  is  not  a  guesstimate  or  speculation.  It  is  based  on  the  stand- 
ards and  indicators  that  all  parties  with  industries  must  meet  to 
remain  funded.  We  did  not  arbitrarily  pick  the  $50  million  figure. 
It  is  based  on  a  survey  of  current  projects  and  their  estimate  of 
how  much  the  project  could  realistically  expand. 

Thank  you  very  much  for  this  opportunity  to  speak  to  you  this 
afternoon. 

Senator  Murray.  Thank  you.  It  is  wonderful  to  have  somebody 
here  from  my  home  city  and  State. 

[The  statement  follows:] 

Statement  of  Annette  Mack 

Good  morning  Mr.  Chairman,  my  name  is  Annette  Mack.^  I  am  here  to  speak  on 
behalf  of  the  Inter-National  Association  of  Business,  Industry  and  Rehabilitation  (I- 
NABIR),  the  association  for  Projects  With  Industry  (PWI).  I  am  a  business  person 
from  Seattle — I  am  not  a  lobbyist — I  am  not  an  employee  of  a  program — I  want  to 
talk  to  you  as  a  local  employer. 

I  am  the  Human  Resources  Director  at  Seattle  FilmWorks,  Inc.  (SFW)  a  rapidly 
growing  Seattle  based  company  which  has  been  recognized  as  one  of  the  outstanding 
small  businesses  in  our  country.  SFW  has  a  strong  commitment  to  working  with 
people  having  disabilities  and  has  doubled  in  size  over  the  last  five  years.  SFW  cur- 
rently employs  370  employees.  It  specializes  in  the  processing  of  35  mm  film  and 
providing  photo  finishing  services  on  a  direct  to  consumer  mail  order  basis.  SFW 
also  provides  a  variety  of  reprint  and  enlargement  products  and  has  just  introduced 
a  computer  imaging  product. 


1  Annette  Mack,  Accredited  Personnel  Specialist  (APS),  is  the  Human  Resources  Director  foir 
Seattle  FilmWorks,  Inc.  Annette  is  involved  in  all  aspects  of  recruiting  at  every  level,  from  Com- 
pany officers  to  filling  numerous  technical  and  production  positions.  She  has  been  instrumental 
in  starting  programs  that  have  directly  related  to  increased  productivity  and  the  decrease  of  em- 
ployee turnover.  She  holds  a  Bachelors  of  Arts  fi-om  the  University  of  Washington  in  Operations 
Management.  She  has  attended  City  University's  Masters  program  and  has  numerous  public 
speaking  engagements.  Annette  is  an  active  member  in  the  Northwest  Human  Resources  Man- 
agement Association.  She  is  also  a  founder  and  active  member  of  the  African  American  Woman's 
Employment  Network.  In  1988  Annette  received  the  City  of  Seattle  Mayor's  Small  Business 
Award  for  Outstanding  Achievement  in  the  Community. 
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I  serve  on  the  Business  Advisory  Committee  of  the  University  of  Washington  Neu- 
rological Rehabilitation  Services  Project  With  Industry.  This  Project  With  Industry 
now  centralizes  all  rehabilitation  placement  activity  at  the  university  involving  both 
the  Departments  of  Neurological  Surgery  and  Rehabilitation  Medicine  in  the  effort 
to  more  broadly  serve  the  place  need  of  neurological  impaired  individuals. 

The  project  is  funded  by  the  Rehabilitation  Services  Administration  at  the  Depart- 
ment of  Education.  Oiu*  PWI  is  one  of  133  projects  across  the  country.  These  are 
programs  that  have  the  singular  purpose  of  assisting  persons  with  disabilities  in 
gaining  employment  in  competitive,  community  jobs. 

I  have  been  involved  with  the  PWI  program  for  approximately  five  years  in  var- 
ious parts  of  their  programs.  I  am  familiar  with  clients  of  this  program  and  have 
interviewed  and,  or  placed  cUents  with  epilepsy,  traumatic  brain  injury,  stroke,  mul- 
tiple sclerosis  and  other  neurological  involvement.  My  personal  experience  with  the 
project  includes  the  following:  Interviewing  and  placement  of  clients;  fund  raising; 
attending  monthly  advisory  board  meetings  Tutoring  at  Job  Club;  mock  interview- 
ing; and  administrative  support. 

PWI  differs  from  other  placement  programs  in  several  respects.  First  and  fore- 
most business  is  recognized  as  a  full  partner  in  the  process.  Business  Advisory 
Councils  (BAG)  are  key  to  every  aspect  of  the  program  from  determining  labor  mar- 
ket needs  to  designing  training  that  will  meet  employer  needs.  I,  for  instance,  con- 
duct mock  interviews  for  person  enrolled  in  the  program  and  I  serve  as  a  mentor. 
Many  PWI's  placement  efforts,  like  ours,  are  market  driven  by  employer  needs — in 
other  words—great  care  is  taken  to  ensure  that  the  needs  of  the  employer  are  being 
met.  They  are  the  customer,  or  consumer,  and  placements  will  not  occur  if  their 
needs  are  not  being  met. 

PWI  is  the  only  program  under  the  Rehabilitation  Act  where  programs  must  meet 
standards  and  indicators  of  success  in  order  to  be  funded  or  to  get  continued  fund- 
ing. There  are  too  few  programs  funded  by  the  federal  government  that  are  truly 
accountable  for  the  public  fiinds  they  receive.  Projects  With  Industry  (PWI)  is  the 
only  program  in  the  Rehabilitation  Act  that  has  developed  standards  and  indicators 
to  measure  success  of  the  program  and  to  make  decisions  as  to  whether  a  program 
should  be  continued  or  terminated.  These  standards  and  indicators  were  mandated 
by  Congress  in  1986  and  they  have  been  in  use  for  more  than  four  years  now.  These 
standards  include  serving  a  certain  percentage  of  persons  with  severe  disabilities, 
a  specific  level  of  placement,  and  a  maximum  cost  per  placement.  If  a  project  cannot 
meet  the  standards,  their  funding  is  discontinued. 

The  Department  of  Education  statistics  clearly  show  that  Projects  With  Industry 
is  a  most  effective  way  of  getting  persons  with  severe  disabilities  into  competitive 
community  jobs. 

PWI  is  currently  authorized  under  Section  621  of  the  Rehabilitation  Act  of  1973 
at  "such  sums  as  necessary".  The  budget  requests  $22.07  million,  the  same  level  as 
fiscal  year  1994. 

In  addition,  it  has  been  extremely  difficult  for  projects  to  continue  to  provide  the 
same  level  of  services  they  have  provided  in  the  past  without  cost  of  living  adjust- 
ments in  their  grants.  Many  of  our  projects  have  absorbed  as  much  as  9  percent 
or  more  in  COLA's  over  the  past  four  years.  These  projects  are  not  immune  to  the 
inflation  that  effects  all  programs. 

We  appreciate  the  very  strict  budgetary  limits  faced  by  this  subcommittee.  Be- 
cause of  those  limits  we  think  you  should  put  a  priority  on  programs  that:  (1)  meet 
an  identified  need  such  as  providing  job  opportunities  to  those  with  the  most  signifi- 
cant barriers  to  employment,  and  (2)  have  a  proven  track  record  of  meeting  identi- 
fied needs,  and  at  the  same  time  reducing  net  government  expenditure. 

We  hope  and  trust  that  you  will  be  able  to  fund  PWI  at  the  recommended  level 
which  wUl  not  only  realize  these  savings  but  most  importantly  provide  meaningful 
jobs  and  increased  independence  for  more  persons  with  disabilities. 

We  recommend  that  $50.00  million  be  appropriated  for  Projects  With  Industry  for 
fiscal  year  1995.  This  is  also  the  recommendation  of  the  Consortium  for  Citizens 
with  Disabilities.  Yes,  this  is  more  than  twice  the  ciurent  funding  level  of  $22.05 
million.  The  $50  million  expenditure  would  however  result  in  $150  million  in  sav- 
ings in  one  year  alone.  This  is  not  a  "guesstimate"  or  speculation.  It  is  based  on 
the  standards  and  indicators  that  all  Projects  With  Industry  must  meet  to  remain 
funded.  We  did  not  arbitrarily  pick  the  $50  million  figiire.  It  is  based  on  a  survey 
of  current  projects  and  their  estimate  of  how  much  their  project  could  realistically 
expand.  It  also  would  allow  a  substantial  growth  in  the  number  of  new  projects. 

Thank  you  very  much  for  this  opportunity  to  speak  to  you  this  morning.  I  will 
be  glad  to  try  and  answer  any  questions  you  might  have. 
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STATEMENT  OF  MARY  LOUISE  SCHWEIKERT,  PRESIDENT,  NATIONAL 
ASSOCIATION  OF  FOSTER  GRANDPARENT  PROGRAM  DIRECTORS 

Senator  MURRAY.  Next  is  Mary  Louise  Schweikert. 

Ms.  Schweikert.  Senator  Murray,  I  am  pleased  to  be  here  today 
to  testify  in  support  of  the  President's  budget  request  for  the  Na- 
tional Senior  Volunteer  Corps,  a  part  of  the  ACTION  agency  within 
the  newly  created  Corporation  for  National  and  Community  Serv- 
ice. 

I  will  summarize  my  full  testimony,  which  you  already  have  for 

the  record. 

My  name  is  Mary  Louise  Schweikert.  For  11  years,  I  have  been 
the  program  director  of  a  28-year-old  foster  grandparent  program 
in  central  Pennsylvania.  I  am  here  in  my  capacity  as  president  of 
the  National  Association  of  Foster  Grandparent  Program  Directors, 
and  I  am  also  representing  the  National  Associations  of  Senior 
Companion  and  RSVP  Directors  as  well.  The  rosters  of  these  pro- 
fessional organizations  include  the  majority  of  the  more  than  1,100 
program  directors  who  administer  NSVC  programs  Nationwide. 

The  National  Senior  Volunteer  Corps  programs,  Foster  Grand- 
parents, Senior  Companions,  and  RSVP  have  been  in  existence  for 
an  entire  generation,  since  the  Foster  Grandparent  Program  was 
established  in  1965  as  the  first  federally  funded  program  to  engage 
older  Americans  as  volunteers  in  service  to  others. 

My  written  testimony  contains  the  impressive  statistics  and  de- 
tails about  the  types  of  services  our  volunteers  give  every  day:  low- 
income  foster  grandparents  working  with  at-risk  children  and  teen- 
agers, RSVP  volunteers  helping  local  agencies  meet  all  kinds  of 
pressing  community  needs,  and  low-income  senior  companions  pre- 
venting the  institutionalization  of  chronically  ill  older  people  by 
providing  in-home  long-term  care  services. 

But  to  really  illustrate  for  you  the  kind  of  impact  our  volunteers 
have  on  the  lives  of  others,  I  would  like  to  tell  you  about  just  one 
of  my  volunteers.  Foster  grandparent  Ann  Creevy  was  the  first  to 
notice  the  cigarette  burns  on  her  foster  grandchild  Ryan's  arms, 
and  it  was  to  Ann  that  Ryan,  a  nearly  nonverbal  5-year-old  who 
was  placed  in  a  class  with  children  with  severe  physical  and  men- 
tal disabilities,  first  confided  the  terror  and  abuse  he  faced  in  his 
home  at  the  hands  of  his  own  parents. 

After  Ryan  was  placed  in  foster  care,  it  was  again  Grandma  Ann 
who  noticed  that  his  inability  to  pay  attention  and  follow  directions 
were  caused  by  hearing  loss,  not  a  mental  handicap.  Ann  helped 
Ryan  learn  to  overcome  his  disability,  and  when  he  became  eligible 
for  adoption,  she  unselfishly  put  aside  her  own  love  for  him  and 
helped  him  prepare  to  join  his  new  adoptive  parents  in  another 
part  of  Pennsylvania,  far  away  from  his  beloved  foster  grand- 
mother. 

I  am  happy  to  report  that  today,  Ryan  is  a  happy,  well-adjusted, 
active  10-year-old  who  gets  straight  A's  in  school,  plays  on  a  local 
soccer  team,  and  still  telephones  his  Grandma  Ann. 

Together,  the  National  Senior  Volunteer  Corps  programs  provide 
the  mechanisms  for  500,000  older  people  like  Grandma  Ann  to  con- 
tribute over  117  million  hours  of  service  annually  to  every  segment 
of  communities  across  the  Nation.  The  value  of  this  service  is  over 
$1.35  billion.  At  our  current  Federal  funding  level,  the  $130  mil- 
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lion,  this  represents  more  than  a  tenfold  return  on  your  invest- 
ment. 

In  spite  of  our  impact  on  cost  effectiveness — right  now  it  costs 
less  than  $4  an  hour  to  field  a  foster  grandparent  or  a  senior  com- 
panion and  less  than  $1  for  an  RSVP  volunteer — our  Federal  and 
local  funds  are  so  limited  that  we  are  able  to  provide  opportunities 
for  volunteer  service  to  less  than  2  percent  of  the  older  Americans 
who  are  eligible  to  serve. 

The  tried  and  true  programs  of  the  National  Senior  Volunteer 
Corps  have  the  potential  to  provide  the  opportunity  for  many  more 
of  this  Nation's  older  people,  our  only  increasing  natural  resource, 
to  share  with  others  the  wisdom,  talents,  and  perspective  they  have 
gained  throughout  the  seasons  of  their  lives. 

PREPARED  STATEMENT 

Thanks  to  the  President's  budget  request,  this  subcommittee  has 
the  power  and  the  opportunity  to  make  this  happen  by  providing 
the  funds  we  need  to  expand  the  NSVC  programs.  I  urge  you  to 
approve  the  President's  request  for  a  total  of  $145.9  million  for  the 
programs  of  the  National  Senior  Volunteer  Corps. 

On  behalf  of  our  one-half  million  volunteers  and  the  millions  of 
older  people  who  I  know  are  waiting  out  there  to  serve,  thank  you. 

Senator  Murray.  Thank  you. 

[The  statement  follows:] 

Statement  of  Mary  Louise  Schweikert 

Mr.  Chairman,  members  of  the  Subcommittee,  I  am  pleased  to  be  here  today  to 
testify  in  support  of  the  President's  budget  requests  for  the  Foster  Grandparent  Pro- 
gram (FGP),  Senior  Companion  Program  (SCP),  and  Retired  and  Senior  Volunteer 
Program  (RSVP),  now  known  collectively  as  the  National  Senior  Volunteer  Corps 
(NSVC),  funded  by  the  ACTION  agency  within  the  newly  created  Corporation  for 
National  and  Community  Service. 

My  name  is  Mary  Louise  Schweikert.  For  the  last  11  years,  I  have  been  the  Pro- 
gram Director  for  a  28  year-old  Foster  Grandparent  Program  in  Laurelton  and 
Selinsgrove,  Pennsylvania.  I  am  here  in  my  capacity  as  President  of  the  National 
Association  of  Foster  Grandparent  Program  Directors,  and,  today,  I  am  also  rep- 
resenting the  National  Association  of  Senior  Companion  Project  Directors  and  the 
Nationtd  Association  of  Retired  and  Senior  Volunteer  Program  (RSVP)  Directors. 
The  National  Directors  Associations  are  membership-supported  professional  organi- 
zations whose  rosters  include  the  majority  of  the  more  than  1,100  program  directors 
who  administer  NSVC  programs  across  the  nation,  as  well  as  local  sponsoring  agen- 
cies and  others  who  value  and  support  the  work  of  the  NSVC  programs. 

Established  in  1965,  FGP  was  the  first  federally-funded,  orgamzed  program  to  en- 
gage older  Americans  as  volunteers  in  significant  service  to  others;  volunteer  oppor- 
tunities for  older  people  to  contribute  to  their  communities  were  fiirther  expanded 
in  1969  and  1973,  when  RSVP  and  SCP  were  created.  It  is  impossible  to  quantify 
the  enormous  impact  these  programs  have  had  on  both  the  volunteers  and  those 
they  have  served  over  the  generation  they  have  been  in  existence.  However,  before 
discussing  our  reasons  for  supporting  the  Administration's  budget  requests,  I  believe 
it  is  important  to  summarize  for  you  in  a  personal  way  some  of  the  outcomes  the 
federal  dollars  you  have  invested  in  our  programs  have  produced  over  the  last  few 
years. 

In  1993,  nearly  24,000  low-income  Foster  Grandparent  volunteers  in  300  pro- 
grams nationwide  provided  25.7  million  hours  of  service  to  77,000  at-risk  children, 
teenagers  and  their  families  in  a  wide  variety  of  community-based  and  in-home  set- 
tings. The  children  served  included  boarder  babies  and  babies  bom  HIV  positive, 
children  who  have  a  wide  range  of  physical,  mental,  and  emotional  disabilities,  chil- 
dren enrolled  in  Head  Start  and  child  care  programs,  teenage  parents,  children  re- 
siding in  homeless  shelters,  teenagers  in  the  juvenile  court  system,  and  children 
who  have  been  neglected  or  abused. 
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In  my  own  program,  the  work  of  Foster  Grandparent  Ann  Creevy  is  a  perfect  ex- 
ample of  the  impact  Foster  Grandparents  have  on  the  Hves  of  young  people.  It  was 
Grandma  Ann  who  first  noticed  the  cigarette  burns  on  her  Foster  Grandchild  Ryan's 
arms,  and  it  was  to  Ann  that  Ryan,  a  nearly  non-verbal  5-year-old  placed  in  a  class 
with  children  who  had  severe  physical  and  mental  disabilities,  confided  the  terror 
and  abuse  he  faced  in  his  home.  After  Ryan  was  placed  in  foster  care,  it  was  Grand- 
ma Ann  who  noticed  that  his  apparent  lack  of  attention  and  inability  to  commu- 
nicate and  to  perform  even  simple  tasks  were  caused  by  a  hearing  loss,  not  a  mental 
handicap.  Ann  helped  Ryan  to  learn  to  use  his  facial  expressions,  his  hands,  and 
finally  lus  voice  to  communicate.  As  a  further  testament  to  her  love  and  devotion, 
Ann  became  a  certified  foster  parent  herself  and  took  Ryan  into  her  own  home, 
where  he  lived  under  her  gentle  care  for  two  years.  When  Ryan  became  eligible  for 
adoption,  Ann  realized  that,  at  the  age  of  70  and  in  spite  of  her  love  for  him,  she 
could  not  provide  the  kind  of  future  Ryan  deserved.  She  helped  him  to  learn  to  talk 
about  his  hopes  and  fears  about  his  future  with  his  new  adoptive  parents  in  another 
part  of  Pennsylvania,  far  away  from  his  beloved  Foster  Grandmother.  Today,  Ryan 
is  a  happy,  active,  well-adjusted  10-year-old,  who  gets  straight  A's  in  school,  plavs 
on  a  local  soccer  team,  and  still  telephones  his  Grandma  Ann.  Perhaps  someday  he 
will  be  able  to  understand  and  communicate  his  gratitude  to  her  for  saving  his  life 
and  helping  him  find  a  bright  future.  But  how  can  we,  as  a  nation,  ever  thank  Ann 
Creevy  enough  for  what  she  has  done,  or  put  a  monetary  value  on  Ryan's  life? 

Last  year,  14,000  low-income  Senior  Companion  volunteers,  serving  in  185  pro- 
grams across  the  country,  gave  more  than  12.8  million  hours  to  nearly  36,000  senior 
clients,  68  percent  of  whom  were  frail  older  people  over  the  age  of  80.  Much  of  the 
work  of  Senior  Companion  volunteers  focuses  on  preventing  or  delaying  the  institu- 
tionalization of  chronically  ill  older  people.  The  Companions  play  a  critical  role  in 
providing  long-term  care — usually  in  the  clients'  homes — by  assisting  adults  with 
mental,  emotional,  and  physical  illnesses  to  achieve  and  maintain  their  fullest  po- 
tential for  independent  living.  They  also  play  a  significant  role  in  providing  respite 
to  people  whose  lives  are  consumea  with  tne  care  of  a  loved  one.  In  a  poignant  letter 
to  the  SCP  Program  Director  in  Marietta,  Ohio,  Virginia  R.  Johnson,  whose  hus- 
band is  a  victim  of  Alzheimer's  disease  and  cannot  be  left  alone,  calls  the  Senior 
Companions  who  visit  her  husband  at  home  "a  life  saver"  and  '"a  godsend."  Without 
the  Senior  Companion  Program,  Mrs.  Johnson  says  that  she  could  not  work  and 
would  lose  her  health  insurance  at  a  time  when  her  husband's  medical  bills  are 
mounting.  For  Mrs.  Johnson,  institutionalizing  her  husband  is  not  an  option — 
they've  never  been  apart  in  41  years  of  marriage. 

Senior  companions  also  worK  to  promote  and  foster  the  overall  independence  of 
older  clients  who  are  stUl  lucky  enough  to  enjoy  good  health.  Six  years  ago,  Yakov 
Griehener  emigrated  from  Romania,  where  he  worked  as  a  university  professor,  to 
Minneapolis,  Minnesota.  Unaccustomed  to  being  idle,  and  penniless  as  well,  he  be- 
came one  of  several  Senior  Companions  assigned  to  the  Jewish  Family  and  Chil- 
dren's Services  center.  Now,  well  acclimated  to  this  country,  but  remembering  how 
hard  it  was  to  arrive  here  poor,  confused,  and  alone,  Yakov  helps  recent  older  immi- 
grants to  find  their  way  through  the  social  services  maze  that  confronts  them  when 
they  arrive,  to  adjust  to  the  culture  of  this  country,  and — eventually — to  free  them- 
selves of  the  need  to  rely  on  welfare  for  their  existence.  Yakov's  self-confidence  and 
selfsteem  have  soared  because  of  his  Senior  Companion  work,  and  his  English  is  im- 
proving, too,  because  the  home-bound  American  clients  he  visits  are  giving  him  Eng- 
lish lessons. 

In  1993,  436,700  older  Americans  volunteering  through  763  RSVP's  nationwide 
assisted  more  than  65,000  public  and  non-profit  agencies  to  meet  critical  community 
needs.  RSVP  volunteers,  diverse  in  experience,  interests,  income,  and  education, 
contributed  79  million  hours  of  service,  providing  such  assistance  as  literacy  en- 
hancement, in-home  care,  and  assistance  in  homeless  shelters,  driving  for  meals  on 
wheels,  and  working  with  children  in  a  variety  of  intergenerational  settings. 

Bertie  Goodwin,  Owensboro,  Kentucky,  is  a  typical  RSVP  volunteer  in  many  ways, 
but  is  unique  in  one  very  important  way:  she  also  serves  as  a  Senior  Companion 
volunteer.  Bertie,  a  73  year  old  gray-haired  woman  who  calls  everyone  "baby,"  knew 
that  the  homeless  people  in  her  community  had  nowhere  to  go  to  get  a  hot  meal, 
so  she  started  cooking  and  serving  meals  to  the  homeless  in  her  own  home.  When 
she  could  no  longer  squeeze  into  her  small  home  all  the  people  who  arrived  every 
evening  for  one  of  her  down-home,  country  meals,  Bertie's  church,  located  across  the 
street  from  her  home,  offered  to  let  her  use  their  large  fellowship  hall,  with  one  stip- 
ulation: because  others  used  the  facility  as  well,  she  would  have  to  put  up  and  take 
down  all  the  tables  and  chairs  she  used  each  day.  Now,  Bertie  gets  up  at  4  am  every 
day,  walks  across  the  street  and  starts  cooking  the  meal  to  be  served  that  afternoon; 
at  8  am,  she  rides  public  transportation  to  the  home  of  one  of  her  two  Senior  Com- 
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panion  clients,  and  returns  home  at  1  pm,  when  she  puts  the  finishing  touches  on 
dinner  and  serves  it  at  4  pm.  Besides  her  4  hours  of  service  as  a  Senior  Companion, 
Bertie  spends  8  hours  everyday  preparing  and  serving  hot  meals  to  120  homeless 
people;  she  has  also  mobilized  great  support  in  her  community  for  her  "soup  kitch- 
en": all  the  food  and  supplies  are  donated,  other  senior  volunteer  groups  hold  fund- 
raisers to  raise  money  to  support  her  work,  and  she  now  has  lots  of  help  with  the 
cooking  and  serving.  As  for  the  tables — the  people  who  come  to  eat  at  Bertie's  kitch- 
en every  day  now  take  care  of  that  for  her.  As  Pat  Renner,  President  of  the  National 
Association  of  RSVP  Directors,  observed,  "Imagine  what  we  could  accomplish  across 
this  nation  if  only  we  had  more  Bertie  Goodwins?" 

Together,  FGP,  SCP,  and  RSVP  currently  provide  the  mechanisms  for  500,000 
older  people  from  a  wide  range  of  age,  ethnic,  and  economic  backgrounds  to  contrib- 
ute over  117  million  hours  of  service  annually  to  every  segment  of  their  commu- 
nities. In  1993,  the  Independent  Sector  calculated  the  value  of  volunteer  service  at 
$11.58  per  hour.  Using  this  figure,  the  value  of  services  provided  to  commvmities 
across  tne  country  by  NSVC  volunteers  every  year  is  over  $1.35  billion.  Mr.  Chair- 
man, at  our  current  federal  funding  level  of  $130  million,  this  represents  more  than 
a  10  fold  return  on  the  federal  doUars  you  and  the  American  taxpayers  have  in- 
vested in  our  volunteers.  While  the  social  and  economic  impact  NSVC  volunteers 
have  on  their  communities  is  enormous,  the  total  cost  of  fielding  one  Foster  Grand- 

{)arent  or  Senior  Companion  volunteer  is  less  than  $4  per  hour,  and  the  cost  of  uti- 
izing  one  RSVP  volunteer  is  less  than  $1  per  hour.  As  effective  and  economical  as 
our  programs  have  proven  to  be,  however,  scarcity  of  federal  dollars  and  the  gradual 
dwindling  of  our  communities'  cash  resources  allow  us  to  provide  opportunities  for 
volunteer  service  to  less  than  2  percent  of  eUgible  older  Americans. 

Typical  of  most  NSVC  programs,  my  own  federal  allocation  increased  only  5  per- 
cent ($12,000)  in  the  last  14  years;  this  is  an  average  annual  increase  of  less  tnan 
0.4  percent  per  year — not  4  percent,  but  0.4  percent — not  enough  to  keep  pace  with 
inflation  much  less  expand.  The  estabUshment  of  Programs  of  National  Significance 
(PNS)  grants  in  1989  gave  NSVC  programs  our  first  real  opportunity  in  10  years 
to  receive  additional  federal  dollars  for  expansion  of  volunteer  opportunities  in  areas 
of  serious  need.  With  these  funds,  which  represented  one-third  of  any  appropriations 
increase  awarded  by  Congress  in  a  given  year,  300  NSVC  programs  were  able  to 
add  nearly  12,000  volunteers  in  the  three  years  when  PNS  grants  were  available. 
Using  a  PNS  grant,  a  program  in  Alaska  was  able  to  place  5  new  Foster  Grand- 

garent  volunteers  at  the  very  rural  and  isolated  McLaughlin  Youth  Correctional 
enter.  The  Center  had  requested  these  additional  volunteers  upon  the  rec- 
ommendation of  a  private  consultant  engaged  by  the  facility  to  determine  why  the 
suicide  attempt  rate  among  the  Center's  residents  was  one  of  the  highest  in  the 
country.  The  consultant  determined  that  there  were  far  fewer  suicide  attempts 
among  the  teenage  boys  with  whom  Foster  Grandparent  Jewell  Farris  worked  than 
among  the  remaining  residents,  who  had  no  contact  with  Jewell  and  few,  if  any, 
visitors  because  of  uie  Center's  remote  location.  As  significant  as  the  needs  ad- 
dressed by  this  and  other  PNS  grants  were,  the  small  number  of  grants  available 
had  little  impact  on  our  long  waiting  lists  of  individuals  wanting  to  volunteer,  and 
they  did  not  significantly  decrease  the  endless  number  of  community  sites  needing 
more  volunteers. 

Confounding  our  finistration  at  not  being  able  to  fund  volunteer  opportunities  for 
more  older  people  is  the  knowledge  that  the  "graying  of  America"  is  progressing  at 
a  phenomenal  rate.  In  addition,  only  5  percent  of  those  over  65  years  of  age  live 
in  institutions,  and  a  fiill  81  percent  of  the  non-institutionalized  65  plus  population 
has  no  limitation  in  their  activities  of  daUy  living.  According  to  a  1991  U.S  Adminis- 
tration on  Aging/Marriott  Senior  Living  Services  volunteerism  survey,  over  41  per- 
cent (15.1  rrullion)  of  the  37.7  miUion  Americans  60  years  of  age  and  older  per- 
formed some  sort  of  volunteer  work  in  the  previous  year,  and  25.6  percent  (4  mil- 
lion) of  these  older  volunteers  said  they  would  like  to  volunteer  more  time.  An  addi- 
tional 37.5  percent  (14  milUon)  indicated  they  would  volunteer  if  they  were  asked. 
Mr.  Chairman,  the  message  is  clear:  In  spite  of  the  general  public's  conception  of 
older  people  as  fi-ail  and  dependent,  the  aging  process  is,  for  most  people,  a  time 
of  wellness  when  they  have  both  the  time  and  a  great  desire  to  serve  others. 

To  tap  this  incredible  wealth  of  willing  and  able  volunteers,  we  must  close  the 
gap  between  the  promise  and  potential  of  older  people  serving  all  segments  of  their 
communities  and  the  limited  number  of  volunteer  opportunities  which  are  currently 
available.  The  programs  of  the  NSVC  have  the  long-term  experience  and  expertise 
in  reaching,  recruiting,  training,  and  placing  older  volunteers,  and  we  can  provide 
these  services  in  an  effective  and  economical  way.  We  have  long  waiting  lists  of  po- 
tential volunteers  and  countless  unfilled  requests  for  volunteers  to  serve  in  areas 
which  would  have  significant  impact  on  the  lives  of  others.  And  we  have  a  clear 
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mandate  in  the  National  and  Community  Service  Trust  Act  of  1993  to  expand  the 
programs  of  the  National  Senior  Volunteer  Corps. 

Service  to  others  should  be  a  way  of  life,  an  unwritten  obligation  every  person  as- 
sumes in  return  for  being  part  of  humanity.  Older  people  want  to  serve,  but  they 
cannot  if  there  are  no  mechanisms  for  them  to  do  this.  The  NSVC  programs  have 
the  potential  to  provide  the  opportunity  for  many  more  of  this  nation's  older  peo- 
ple— our  only  increasing  natural  resource — to  share  with  others  the  experiences  and 
talents  they  have  amassed  throughout  the  seasons  of  their  lives.  Mr.  Chairman, 
thanks  to  the  President's  budget  request,  you  have  the  power  and  the  opportunity 
to  make  this  happen,  to  implement  the  National  and  Community  Service  Trust  Act's 
mandate  by  providing  the  funds  we  need  to  expand  FGP,  SCP,  and  RSVP.  These 
requests  are  in  line  with  the  kinds  of  increases  our  programs  anticipated  when  our 
Directors  Associations  enthusiastically  supported  merger  into  the  Corporation  for 
National  and  Community  Service.  Last  year,  when  Congress  awarded  the  newly  au- 
thorized programs  in  the  Corporation  nearly  $300  million  in  new  funding,  our  tried- 
and-true  National  Senior  Volunteer  Corps  programs,  much  to  our  disappointment, 
received  an  increase  of  less  than  two  percent.  "This  year,  this  subcommittee  has  the 
opportunity  to  demonstrate  in  a  meaningful  way  its  support  for  the  Corporation's 
National  Senior  Volunteer  Corps  programs  by  approving  the  welcome  increase  rec- 
ommended by  President  Clinton. 

Your  investment  in  our  programs  is  an  investment  in  the  capabilities  of  older  per- 
sons who  utilize  their  lifetime  of  experience  to  contribute  to  the  well-being  of  their 
neighbors  and  neighborhoods.  I  urge  you  to  approve  the  President's  request  for  a 
total  of  $145.9  million  for  the  programs  of  the  National  Senior  Volunteer  Corps: 
$71.6  million  for  the  Foster  Grandparent  Program,  $34.6  million  for  the  Senior 
Companion  Program,  $38.7  million  for  the  Retired  and  Senior  Volunteer  Program, 
and  $1  million  for  demonstration  programs.  Thank  you  very  much  for  this  oppor- 
tunity to  address  the  subcommittee. 

STATEMENT     OF     PAUL     SCHROEDER,     AFFILIATED     LEADERSHIP 
LEAGUE  OF  AND  FOR  THE  BLIND  OF  AMERICA 

Senator  Murray.  Next  is  Paul  Schroeder. 

Mr.  Schroeder.  Thank  you,  Madam  Chair.  Good  afternoon. 

My  name  is  Paul  Schroeder.  I  am  director  of  governmental  af- 
fairs for  the  American  Council  of  the  Blind.  I  am  here  testifying  on 
behalf  of  the  Affiliated  Leadership  League  of  and  for  the  Blind  of 
America,  known  as  ALL.  ALL  is  the  principal  coalition  of  organiza- 
tions of  and  for  the  blind  in  the  United  States. 

I  want  to  focus  on  two  areas,  but  note  that  we  are  supportive  of 
the  comments  that  have  already  been  given  today  by  Helen  Keller 
National  Center  and  Recording  for  the  Blind,  as  well,  of  course,  of 
those  in  support  of  the  braille  literacy  program. 

I  might  note  particularly  for  Senator  Stevens'  benefit  and  other 
members  of  the  subcommittee  that  it  is  exactly  the  intent  of  the 
braille  literacy  program,  as  I  see  it  under  the  Rehabilitation  Act, 
to  look  at  some  of  the  innovative  kinds  of  programs  and  solutions 
that  he  was  speaking  with  Ms.  Musser  about,  particularly  the  use 
of  computers  and  other  kinds  of  ways  of  ensuring  that  children  and 
young  adults  and  older  adults  have  access  to  braille.  It  is  an  excel- 
lent program,  and  one  that  we  certainly  support. 

The  two  areas  that  I  want  to  focus  upon  are  areas  that  are  criti- 
cally in  need  under  the  Rehabilitation  Act  and  in  the  Department 
for  Special  Education,  the  Office  for  Special  Education. 

Under  title  VII,  chapter  2  of  the  Rehabilitation  Act  of  1973  is  a 
program  that  allows  for  independent  living  services  for  older  blind 
Americans.  Congress  has  appropriated  $8.38  million  for  that  pro- 
gram in  1994,  and  the  President  has  requested  level  funding.  Each 
year  since  1987  we  have  had  to  battle  and  scratch  hard  for  a  few 
extra  dollars  for  this  critical  program. 
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Blind  Americans,  most  of  whom  lose  their  sight  after  age  55, 
have  nowhere  typically  to  turn  for  the  kinds  of  services  that  they 
need  to  remain  independent,  and  oftentimes  what  happens  is  that 
an  individual  gradually  loses  his  sight  over  time,  loses  the  interest 
in  continuing  to  live  independently,  goes  through  a  series  of  frus- 
trating experiences  that  many  of  us  are  probably  aware  of  from  our 
spouses  or  grandparents,  or  parents,  and  finally  ultimately  may 
end  up  in  a  nursing  home  at  a  tremendous  cost  to  society,  when 
in  fact  $500  or  so  well-spent  early  on,  when  the  sight  loss  was  diag- 
nosed, would  have  allowed  that  individual  to  learn  how  to  cook, 
clean,  get  around  safely,  and  use  other  services,  perhaps  purchase 
some  simple  magnification  devices  to  be  able  to  read  print,  and  ul- 
timately perhaps  learn  braille  to  be  able  to  communicate  independ- 
ently. 

The  Rehabilitation  Act  amendments  allow  this  program  to  be- 
come a  formula  grant  program  where  all  States  and  territories 
would  be  able  to  provide  these  kinds  of  services  in  a  timely  fashion 
to  older  blind  adults,  but  it  can  only  be  a  formula  grant  program 
when  it  reaches  $13  million. 

Previously,  we  have  requested  $26  million  for  this  program,  but 
we  realize  in  these  times  of  tight  budgets  that  it  is  simply  not  like- 
ly to  happen,  but  we  do  believe  that  moving  toward  a  $13  million 
figure  is  a  modest  and  appropriate  investment  at  this  time,  par- 
ticularly, as  I  said,  since  these  services  are  not  available  through 
any  other  program.  A  person  using  Medicare,  for  instance,  could 
not  get  most  of  the  services  that  they  need  to  adjust  to  sight  loss. 
Yes;  they  might  be  able  to  get  the  surgical  services,  but  they  would 
not  be  able  to  get  the  rehabilitation  and  other  services  that  they 
need. 

There  is  only  one  place  to  turn,  and  unfortunately,  under  the  fis- 
cal year  1995  request  to  the  President,  over  20  States  and  terri- 
tories will  still  not  receive  grants,  and  those  States  which  do  re- 
ceive grants  will  be  poorly  funded  at  best,  depriving  most  elderly 
blind  people  in  those  States  of  the  services  that  they  need. 

It  might  be  interesting  to  this  subcommittee  to  note  that  Califor- 
nia and  Pennsylvania  have  never  received  grants  under  this  pro- 
gram, thereby  depriving  older  blind  people  in  those  States  of  criti- 
cal services.  Other  States,  like  South  Carolina  and  Missouri,  have 
experienced  the  pain  of  having  a  grant,  getting  a  program  up  and 
running,  and  then  losing  it. 

The  other  area  of  need  that  we  wanted  to  focus  on  is  the  Ran- 
dolph-Sheppard  vending  program.  This  is  a  laudable  emplo3nTient 
program  for  blind  adults  and  it  has  proven  a  success  for  well  over 
50  years.  It  is  a  program  that  has  largely  been  self-sufficient,  fund- 
ing itself  through  the  States,  and  one  that  has  worked  extremely 
well  to  a  point. 

In  1974,  when  the  program  was  thoroughly  examined  by  Con- 
gress, it  was  intended  that  within  5  years  the  number  of  vendors 
in  the  program  should  double.  Unfortunately,  the  number  of  blind 
vendors  in  the  Randolph-Sheppard  program  has  actually  declined. 

Although  appropriations  have  been  authorized  for  this  program, 
the  program  has  never  been — ^has  never  received  Federal  dollars  in 
a  line  item.  An  appropriation  of  $16  million  would  help  to  reverse 
the  downward  trend  in  the  number  of  vending  locations.  It  would 
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help  to  fund  a  projected  357  new  locations,  385  new  vendors,  and 
would  create  jobs  for  1,156  potential  employees. 

I  might  note  that  the  Randolph-Sheppard  vending  program  has 
a  very  commendable  track  record  in  employing  people  with  severe 
disabilities  other  than  blindness  as  well.  The  actual  cost  to  the  tax- 
payer would  be  far  less,  since  unemployed  blind  people  and  people 
with  other  disabilities  would  no  longer  need  Federal  assistance  pro- 
grams and  would  be  taxpayers  rather  than  consumers. 

Of  the  amount  appropriated,  we  also  urge  $300,000  to  be  used 
to  beef  up  the  Office  for  the  Blind  and  Visually  Impaired  within  the 
Rehabilitation  Services  Administration  which  administers  the  Ran- 
dolph-Sheppard vending  program.  We  have  experienced  a  number 
of  concerns  about  this  program  over  the  years,  and  often  they  are 
due  to  a  lack  of  individuals  to  be  able  to  deal  with  concerns  as  they 
arise. 

PREPARED  STATEMENT 

It  is  a  program  that  works  with  Federal  agencies  to  establish 
vending  locations  in  Federal  buildings.  There  is  enormous  need, 
there  is  enormous  opportunity.  Unfortunately,  there  are  not  enor- 
mous resources  to  help  bring  those  opportunities  to  the  blind  peo- 
ple who  need  employment. 

We  thank  you  for  the  opportunity  to  testify  and  to  talk  about  the 
modest  investments  that  we  believe  are  necessary  to  help  bring 
education,  independence,  and  employment  to  people  who  are  blind 
or  visually  impaired. 

Senator  Murray.  Thank  you. 

[The  statement  follows:] 

Statement  of  Paul  Schroeder 

Mr.  Chairman  and  Members  of  the  Committee,  my  name  is  Paul  Schroeder.  I  am 
Director  of  Governmental  Affairs  of  the  American  Council  of  the  Blind,  but  I  appear 
before  you  today  representing  the  Affiliated  Leadership  League  of  and  for  the  Blind 
of  America  (ALL). 

ALL  is  the  national  coalition  of  organizations  of  and  for  the  blind  in  the  United 
States.  Its  membership  consists  of  about  100  national,  regional,  and  State  organiza- 
tions involved  in  service  delivery,  education,  advocacy,  and  a  wide  variety  of  others 
fields  relating  to  blindness  and  severe  visual  impairment.  Its  testimony  today  will 
address  the  needs  of,  and  make  recommendations  with  respect  to,  several  programs 
within  the  Office  of  Special  Education  and  Rehabilitative  ^rvices  which  specifically 
affect  people  who  are  blind  and  visually  impaired.  These  program  funding  rec- 
ommendations include  (1)  Independent  living  services  for  older  blind  individums;  (2) 
Helen  Keller  National  Center  for  Deaf-Blind  Youths  and  Adults;  (3)  Recording  for 
the  Blind,  Inc.;  (4)  Randolph-Sheppard  blind  vending  facility  program;  and  (5) 
American  Printing  House  for  the  Blind.  We  also  make  recommendations  with  re- 
spect to  funding  for  other  special  programs  supported  through  the  Rehabilitation 
Services  Administration  and  the  National  Institute  on  Disability  and  Rehabilitation 
Research  which  impact  on  the  blind  population. 

For  a  number  of  years,  funding  for  programs  serving  blind  people  and  those  with 
severe  visual  impairments  has  been  extremely  limited.  The  President's  budget  for 
fiscal  year  1995  reflects  the  continued  pressure  for  budget  constraints.  Although  we 
acknowledge  and  understand  the  need  to  restrain  Federal  expenditures,  and  to 
begin  to  reduce  the  deficit,  such  restraint  has  been  particularly  deleterious  to  people 
who  are  blind.  This  nation  is  alarmed  when  the  unemployment  rate  reaches  7  per- 
cent, and  is  appalled  when  minority  youth  unemployment  approaches  40  percent. 
Unemployment  among  adult  blind  persons  for  a  number  of  years  has  been  static  at 
around  70  percent. 

ALL  strongly  supports  a  congressional  funding  initiative  which  will  improve  edu- 
cation for  blind  children,  increase  employment  among  blind  adults,  and  create  and 
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maintain  independence  for  older  persons  who  are  blind.  Such  an  initiative  should 
include  funding  for  programs  at  the  levels  set  forth  below: 

DTOEPENDENT  LIVING  FOR  OLDER  BLIND  SERVICES 

Congress  appropriated  $8.38  million  for  fiscal  year  1994  for  this  program.  Under 
the  1992  Rehabilitation  Act  Amendments  the  program  is  to  be  converted  to  State 
formula  grants  triggered  by  an  appropriation  of  $13  million.  It  is  ironic  that  neither 
California  nor  Florida  currently  receives  an  older  blind  independent  living  grant, 
even  though  these  two  states  have  among  the  largest  number  of  older  blind  resi- 
dents, and  these  residents  clearly  need  services  to  help  them  to  become  independ- 
ent. The  older  blind  citizens  of  all  states  greatly  need  independent  living  services; 
the  only  way  to  ensure  that  at  least  some  older  blind  persons  in  each  State  receives 
such  services  is  to  fund  these  on  a  formula  grant  basis.  Therefore,  ALL  recommends 
an  appropriation  of  $13  million  for  fiscal  year  1995. 

HELEN  KELLER  NATIONAL  CENTER  (HKNC) 

The  Helen  Keller  National  Center  for  Deaf-Blind  Youths  and  Adults  is  required 
by  Federal  law  to  serve  the  needs  of  a  small,  but  most  severely  disabled  population. 
HKNC  multiplies  its  Federal  dollars  by  operating  a  network  of  state  affiliates  and 
arrangements  with  state  agencies  under  which  professionals  working  with  persons 
who  are  deaf-blind  are  trained  and  provide  services  within  their  own  states.  The 
headquarter  facilities  of  HOC  on  Long  Island  were  constructed  more  than  a  quarter 
century  ago,  and  are  in  great  need  of  repair  and  renovation.  Further,  HKNC  should 
be  a  model  of  accessibility,  since  visitors  from  all  over  the  world  come  to  this  unique 
facility.  The  Center  was  limited  to  an  increase  of  only  $177,000  in  fiscal  year  1994, 
not  enough  to  meet  its  increased  costs.  In  1992,  Congress  established  authority  for 
HKNC  to  hold  an  endowment  fund  which  will  ultimately  reduce  the  need  for  Fed- 
eral appropriations.  We  urge  that  the  endowment,  operations,  and  facilities  im- 
provement be  fiinded  this  year.  ALL  recommends  an  appropriation  for  HKNC  in  the 
amount  of  $7.75  million  for  fiscal  year  1995. 

RECORDING  FOR  THE  BLIND,  INC.  (RFB) 

RFB  is  the  nation's  primary  provider  of  accessible  educational  materisds  on  audio 
tape  and  on  computer  disk.  It  has  compiled  the  world's  largest  library  of  recorded 
educational  books — over  80,000  titles — and  96  percent  of  its  workforce  is  volunteers. 
RFB  provides  a  unique,  federally  mandated  service  to  print  disabled  students  in 
every  State.  Demand  for  RFB's  books  increased  51  percent  over  the  past  four  years. 
Additioned  Federal  support  is  needed  to  cope  with  this  demand,  and  to  keep  RFB 
in  the  forefix)nt  of  technology  for  accessible  information  in  alternate  formats.  ALL 
recommends  an  appropriation  for  RFB  in  the  amount  of  $4.5  million  for  fiscal  year 
1995. 

RANDOLPH-SHEPPARD  BLIND  VENDmG  PROGRAM 

The  national  blind  vending  facility  program  initiated  by  the  Randolph-Sheppard 
Act  of  1936  has  provided  meaningful  employment  and  independence  to  thousands 
of  blind  men  and  women.  In  1974  the  Act  was  amended,  with  the  expectation  that 
the  progrfun  would  double  in  size  in  five  years.  Instead,  the  number  of  blind  vendors 
h£is  decUned.  The  reasons  for  the  decline  are  varied,  but  the  value  and  validity  of 
the  progreim  cannot  be  questioned.  Although  the  Act  authorizes  appropriations, 
until  now  the  program  has  been  self-sustaining.  But  an  infusion  of  ftmds — pump 
priming — is  now  necessary  to  revitalize  the  Randolph-Sheppard  program.  An  appro- 
priation of  $16  million  would  reverse  the  downward  trend  in  the  number  of  vending 
locations;  would  fund  a  projected  357  new  locations,  385  new  vendors,  and  would 
create  jobs  for  1,156  potential  employees.  The  actual  cost  to  the  taxpayer  would  be 
far  less,  since  unemployed  blind  people  and  other  unemployed  persons,  including 
those  with  disabilities  other  than  blindness,  would  be  removed  fi-om  SSDI,  SSI, 
Medicare,  Medicaid,  and  other  assistance  programs,  and  would  be  taxpayers  rather 
than  tax  consumers.  Though  Congress  mandated  10  new  positions  to  administer  the 
program,  administration  has  been  decimated  to  the  point  that  the  RehabUitation 
Services  Administration's  Office  for  Blind  and  Visually  Impaired  Persons  is  unable 
to  accomplish  its  mission,  and  of  the  amount  appropriated,  $300,000  should  be  ex- 
pended for  S  &  E.  ALL  recommends  an  appropriation  for  the  Randolph-Sheppard 
program  in  the  amount  of  $16  million  for  fiscal  year  1995. 
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AMERICAN  PRINTING  HOUSE  FOR  THE  BLIND  (APHB) 

The  American  Printing  House  for  the  Bhnd  (APHB)  is  chartered  by  Congress  to 
provide  Braille  and  large  print  textbooks  to  the  several  States  for  the  use  of  stu- 
dents who  are  blind  or  severely  visually  impaired.  Appropriations  to  APHB  for  fiscal 
year  1994  were  $6.46  million.  ALL  supports  an  appropriation  in  accordance  with  the 
need  for  fiscal  year  1995  as  expressed  by  APHB  to  the  Congress. 

Mr.  Chairman  and  Members  of  the  Committee,  blindness  is  not  a  high  incidence 
disability.  The  unique  and  special  needs  of  blind  and  severely  visually  impaired  peo- 
ple, however,  must  be  addressed  directly  and  clearly  by  Congress  in  the  appropria- 
tions process  so  that  this  small  but  important  population  is  not  slighted  or  over- 
looked. The  amounts  we  are  requesting  for  fiscal  year  1995  are  very  modest  by  any 
measure.  They — and  the  programs  these  funds  support — are  important,  however, 
and  we  urge  you  to  include  these  amounts  in  the  fiscal  year  1995  appropriation  for 
the  Department  of  Education. 

Thank  you. 

Senator  MURRAY.  At  this  time,  I  would  like  to  welcome  my  col- 
league from  the  great  State  of  Washington,  Senator  Gorton.  Did 
you  have  an  opening  statement? 

Senator  GtoRTON.  No. 

Senator  Murray.  OK.  We  will  proceed  with  our  questions. 

Mr.  Schroeder,  I  will  begin  with  you.  Are  elderly  people  with 
blindness  served  under  the  independent  living  State  grant  pro- 
gram? 

Mr.  Schroeder.  Elderly  people  could  be  served  under  that  pro- 
gram. That  is,  there  are  three  lines  of  money,  I  guess,  within  title 
VII.  The  least  is,  of  course,  the  older  blind.  The  second  least,  I  be- 
lieve, is  the  State  grant  program,  which  is  the  part  that  essentially 
would  catch  independent  living  services  for  all  people,  and  then 
there  is  the  independent  living  center  program. 

Those  latter  two,  of  course,  have  been  altered  somewhat  in  the 
new  Rehabilitation  Act  in  the  way  they  are  funded,  so  this  is  a  long 
way  of  getting  around  to  sa3dng  yes,  they  could  be  served,  but  they 
are  competing  in  a  fairly  large  population  for  an  extremely  small 
pot  of  money  for  the  services  that  are  intended  to  be  statewide. 

Centers,  on  the  other  hand,  do  not  come  close  to  serving  the  Na- 
tion as  a  whole,  and  typically  the  needs  of  blind  people  are  not  well 
met  within  the  independent  living  center  structure. 

They  are  not  geared  up  to  be  able  to  provide  cane  travel,  for  in- 
stance, training  in  the  use  of  a  white  cane.  That  takes  particular 
personnel.  They  are  not  geared  up  to  provide  braille  training,  and 
they  are  not  able,  really,  to  provide  assistance  with  something  sim- 
ple like  a  magnification  device,  knowing  where  to  find  such  a  de- 
vice, knowing  what  kind  of  device  is  needed,  et  cetera. 

Senator  Murray.  Thank  you. 

Reverend  George,  what  level  of  support  are  you  seeking  for  the 
Federal  Legislative  Process  Center  under  the  law  school  clinical 
program? 

Reverend  George.  Totally,  we  would  look  for  about  $45  million, 
if  that  was  possible. 

Senator  Murray.  OK.  Thank  you. 

Ms.  Schweikert,  existing  projects  have  been  stretched  pretty  thin 
over  the  past  decade.  Would  the  new  funds  that  you  are  requesting 
be  used  to  strengthen  existing  projects  or  in  launching  new  ones? 

Ms.  Schweikert.  It  is  actually  both,  Senator  Murray.  I  know 
that  one-third  of  any  of  the  new  money  would  have  to  go  to  existing 
projects  in  the  form  of  programs  of  national  significance  grants 
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which  in  the  past  have  allowed  us  to  add  12,000  volunteers  over 
the  3  years  that  they  were  available.  Then  a  portion  of  the  other 
money,  it  would  be  up  to  the  ACTION  agency  to  decide  how  much 
of  the  rest  of  the  money  would  go  to  establishing  new  programs. 

Senator  Murray.  Thank  you. 

Ms.  Mack,  you  mentioned  Department  of  Education  statistics 
demonstrating  the  success  of  PWI.  Can  you  give  us  a  couple  of  ex- 
amples? 

Ms.  Mack.  I  can  only  speak  from  my  knowledge  as  an  advisory 
board  member.  Through  the  project  in  Washington  State,  I  know 
that  they  have  to  meet  certain  criteria  in  order  to  be  funded  for 
each  year.  Last  year  alone,  they  were  able  to  save  $170,000  with 
their  placement  of  individuals  through  our  project. 

Senator  Murray.  Thank  you.  Senator  Gorton. 

Senator  Gorton.  That  is  a  perfect  interdelineation.  Ms.  Mack 
came  to  visit  me  this  morning,  and  had  a  set  of  statistics  on  the 
table  which  goes  directly  down  the  line  of  a  goal  I  have  had  since 
I  joined  this  subcommittee,  and  that  was  in  dealing  with  a  wide 
range  of  programs. 

These  public  witnesses  by  the  time  they  are  done  will  probably 
have  covered  200  or  300  programs,  every  one  of  which  has  a  valid 
social  goal,  and  yet  we  here  have  almost  no  objective  way  in  which 
to  measure  those  which  are  successful,  which  actually  produce 
more  money,  either  for  the*Gk)vemment  or  society,  than  others  do 
for  a  given  investment. 

For  one  of  the  first  times  I  saw  in  the  figures  that  Ms.  Mack  has 
just  shown  to  us  a  very  specific  outline  of  how  much  money  is  paid 
in  taxes  by  people  who  are  able  to  get  jobs  through  a  program,  how 
much  in  public  expenditures  are  avoided  in  that  regard,  and  I  sim- 
ply wanted  the  record  to  show  that  I  regard  this  as  a  major  plus, 
something  which  strengthens  the  program  for  which  she  speaks 
strongly,  and  one  that  I  hope  we  can,  as  a  committee,  adapt  so  that 
others,  obviously  others  that  are  equally  worthy,  in  many  cases, 
can  also  prove  their  actual  worth  in  the  real  world. 

So,  Ms.  Mack,  thank  you  for  your  general  efforts  on  behalf  of  an 
overall  program,  but  thank  you  particularly  for  giving  us  a  way  in 
which  to  measure  their  success. 

Senator  Murray.  Thank  you. 

STATEMENT  OF  STEPHEN  C.  CRANE,  EXECUTIVE  VICE  PRESIDENT, 
AMERICAN  ACADEMY  OF  PHYSICIAN  ASSISTANTS 

Senator  Murray.  Without  further  ado,  we  will  say  thank  you  to 
all  of  this  panel,  and  move  on  to  our  final  panel,  and  if  our  last 
set  of  witnesses  could  come  forward,  Stephen  Crane,  Dorothy 
Mann,  Joan  Greene,  and  Lawrence  McAndrews. 

Mr.  Crane,  if  you  want  to  begin. 

Dr.  Crane.  Thank  you.  Senator  Murray.  My  name  is  Stephen 
Crane.  I  am  the  executive  vice  president  of  the  American  Academy 
of  Physician  Assistants.  I  am  speaking  today  on  behalf  of  the  acad- 
emy and  the  Association  of  Physician  Assistant  Programs. 

First,  let  me  thank  you  for  your  past  support  of  PA  education. 
This  support  has  allowed  the  establishment  of  several  new  PA  pro- 
grams and  the  expansion  of  a  number  of  existing  programs,  such 
as  the  Sitka  Alaska  program  which  is  part  of  the  University  of 
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Washington  PA  program.  As  a  result,  the  Nation's  capacity  to 
produce  front  Une  health  care  providers  has  been  increased. 

I  am  here  this  afternoon  to  strongly  recommend  that  Congress 
appropriate  the  full  authorized  spending  level  of  $9  million  for  PA 
education  in  fiscal  year  1995.  There  are  several  reasons  for  this 
recommendation. 

First,  priorities  for  funding  PA  programs  under  this  authoriza- 
tion address  some  of  the  Nation's  most  critical  health  care  needs: 
the  need  to  prepare  people  to  work  in  primary  care  shortage  areas, 
such  as  rural  areas  and  inner  cities,  the  need  to  attract,  maintain, 
and  graduate  minority  and  disadvantaged  students,  the  need  to 
better  prepare  health  professionals  to  provide  health  promotion 
and  disease  prevention  services  and  home  health  care,  and  the 
need  to  better  prepare  providers  to  serve  HIV-infected  persons,  in- 
cluding AIDS  patients,  and  to  serve  geriatric  patients.  These  prob- 
lems require  a  continuing  commitment  if  they  are  to  be  addressed 
effectively. 

Second,  because  of  continuing  multiyear  grant  obligations,  only 
about  16  of  the  32  currently  unfunded  programs  will  likely  be 
awarded  support  at  the  $6.5  million  level.  Even  more  programs  will 
go  unfunded  as  new  programs  come  online.  Some  of  these  potential 
new  programs  include  4  at  historically  black  colleges  and  univer- 
sities, and  14  in  States  that  do  not  currently  have  a  PA  program. 

Third,  the  Council  on  Graduate  Medical  Education  and  the  Phy- 
sician Payment  Review  Commission  both  acknowledge  that  the 
health  work  force  changes  being  proposed  as  part  of  reform  will 
further  increase  the  demand  for  PA's.  To  reach  the  goal  of  having 
an  adequate  supply  of  PA's  by  the  year  2000,  a  significant  invest- 
ment must  be  made  now  in  PA  program  funding. 

PREPARED  STATEMENT 

An  adequate  supply  of  medical  care  providers  is  essential  to  the 
success  of  any  reform  effort.  PA's  are  an  important  part  of  this  sup- 
ply, because  they  are  flexible,  adaptable  professionals  who  contrib- 
ute to  every  dimension  of  health  care,  from  primary  to  specialty 
care,  from  preventive  through  acute  and  rehabilitative  care,  in  in- 
patient as  well  as  outpatient  settings,  and  in  both  rural  under- 
served  and  inner  city  areas.  Therefore,  we  are  requesting  that  you 
fully  fund  PA  education  programs  at  the  $9  million  authorization 
level. 

Thank  you. 

Senator  Murray.  Thank  you. 

[The  statement  follows:] 

Statement  of  Stephen  C.  Crane 

Mr.  Chairman  and  members  of  the  Subcommittee,  on  behalf  of  the  American 
Academy  of  Physician  Assistants  and  the  Association  of  Physician  Assistant  Pro- 
grams, I  want  to  thank  you  for  this  opportunity  to  present  our  recommendations  for 
federal  support  of  physician  assistant  educational  programs  in  fiscal  year  1995. 

For  nearly  20  years,  the  federal  government  has  provided  funds  for  the  creation, 
development,  and  expansion  of  physician  assistant  programs.  Your  support  over  the 
years  has  been  invaluable. 

Last  year,  as  you  know,  Congress  approved  $6.5  million  for  PA  program  grants. 
This  was  a  significant  increase  in  federal  support,  for  which  we  are  grateful.  The 
increase  will  support  the  establishment  of  several  new  PA  programs  and  the  expan- 
sion of  many  existing  programs. 
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The  PA  profession  believes  federal  support  for  PA  education  should  be  continued 
and  increased.  We  strongly  recommend  that  Congress  appropriate  the  full  author- 
ized level  of  funding  of  $9  million  for  PA  education  in  fiscal  year  1995. 

According  to  the  Health  Resources  and  Services  Administration's  Division  of  Med- 
icine, at  least  12  new  PA  programs  are  expected  to  submit  grant  applications.  This 
is  in  addition  to  the  nearly  20  existing  PA  programs  not  currently  receiving  federal 
support  that  will  be  applying  for  federal  assistance  to  expand  their  capacities.  Un- 
fortunately, even  with  the  increased  appropriation,  many  of  these  applications  will 
go  unfunded. 

The  average  grant  awarded  to  PA  programs  is  approximately  $140,000.  Of  the 
$6.5  million  appropriated  for  the  current  fiscal  year,  just  over  $4  million  is  already 
obligated  due  to  prior  commitments  under  the  multi-year  funding  approach  used  by 
the  Department.  This  means  that  less  than  $2.5  million  is  actually  available  for  new 
applications  in  fiscal  year  1994. 

If  the  average  grant  awards  are  consistent  with  past  years,  this  means  that  only 
1&-17  applicants  will  be  funded.  Those  not  funded  will  be  looking  for  support  in  fis- 
cal year  1995. 

Mr.  Chairman,  based  on  inquiries  to  the  Physician  Assistant  Accreditation  Review 
Committee  and  the  Division  of  Medicine,  we  can  report  that  at  least  32  more  univer- 
sities are  planning  to  develop  new  PA  programs.  Of  these  32,  at  least  four  are  His- 
torically Black  Colleges  and  Universities.  This  means  that  the  demand  for  federal 
support  to  start  and  expand  PA  programs  will  be  even  greater  in  fiscal  year  1995 
than  it  is  in  fiscal  year  1994. 

In  the  past,  both  the  authorizing  and  appropriating  committees  have  determined 
that  increasing  the  supply  of  PA's  is  in  the  long-term  interest  of  our  nation's  health 
care  delivery  system. 

The  Council  on  Graduate  Medical  Education  (COGME)  and  the  Physician  Pay- 
ment Review  Commission  (PPRC)  have  been  examining  the  issue  of  physician  sup- 
ply for  several  years.  Each  body  has  made  recommendations  regarding  the  aggre- 
gate supply,  as  well  as  the  specialty  mix,  of  physicians.  In  addition,  both  have  recog- 
nized that  changing  the  physician  supply  and  specialty  mix  will  significantly  in- 
crease the  demand  for  PA's.  After  all,  someone  will  have  to  provide  the  care  that 
traditionally  has  been  provided  by  medical  residents. 

In  addition,  the  President's  health  care  reform  proposal,  as  well  as  most  of  the 
alternatives,  anticipate  increased  demand  for  primary  care — an  area  traditionally 
provided  by  PA's.  What  this  means,  Mr.  Chairman,  is  that  the  need  for  physician 
assistants  will  increase  dramatically  over  the  next  few  years. 

Both  COGME  and  PPRC  recognize  this  increased  demand.  Last  year,  in  fact,  the 
Physician  Pajonent  Review  Commission  made  the  following  observation  in  its  an- 
nual report  to  Congress:  In  addition,  it  may  be  desirable  to  expand  existing  federal 
programs  that  support  nonphysician  training  to  increase  the  supply  of  *  *  *  PA's 
trained  to  staff  tertiary  care  centers.  Many  of  these  programs  lost  substantial  fund- 
ing during  the  early  1980's  and  have  not  yet  been  restored  to  their  previous  funding 
levels.  Federal  ftinding  for  PA  training  in  fiscal  year  1992,  for  instance,  was  only 
55  percent  ot  the  fiscal  year  1980  level. 

Last  year,  the  Council  on  Graduate  Medical  Education  created  the  Advisory 
Group  on  Physician  Assistants  and  the  Workforce.  The  Advisory  Group  was  com- 
posed of  physicians,  PA's,  nurses,  health  researchers,  hospital  and  HMO  administra- 
tors. Last  week  the  Advisory  Group  submitted  its  report  to  COGME  and  rec- 
ommended a  major  expansion  of  the  PA  workforce  by  the  year  2000. 

Specifically,  the  Advisory  Group  proposed  a  PA  workforce  of  at  least  40,000  clini- 
cally practicing  PA's  by  the  year  2000.  In  order  to  accomplish  this  goal.  It  will  he 
necessary  to  nearly  double  the  number  of  graduates  per  year  between  now  and  the 
year  2000.  This  will  require  new  PA  programs,  as  well  as  expansion  of  existing  pro- 
grams. 

Mr.  Chairman,  we  believe  the  Advisory  Group's  recommendations  are  reasonable 
and  accurate.  To  achieve  the  goal  of  40,000  PA's,  however,  necessitates  continued 
federal  support  for  PA  educational  programs.  We  are  very  concerned  that  the  Presi- 
dent's budget  will  make  it  difficult  to  achieve  this  goal. 

As  you  know,  the  Administration  has  proposed  consolidating  25  categorical  health 
professions  grant  programs  into  five  broad  groups.  The  new  groups  would  be:  pri- 
mary care;  health  professions  research  and  data;  other  priority  nursing;  minority 
and  disadvantaged  assistance;  and  consolidated  student  loans.  The  Administration 
proposes  spending  $266  million  for  these  programs,  which  is  $15  million  less  than 
the  aggregate  amount  spent  on  these  programs  in  fiscal  year  1994.  We  are  con- 
cerned that  this  reduction  in  federal  support,  at  the  very  time  when  we  need  to  in- 
crease the  supply  of  health  care  providers,  will  mean  that  any  health  care  reform 
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plan  passed  by  Congress  will  fall  short  of  the  goal  of  guaranteeing  health  care  cov- 
erage to  all  Americans. 

Failure  to  address  health  care  workforce  issues,  Mr.  Chairman,  means  that  re- 
form will  present  many  Americans  with  a  health  security  card,  but  no  provider  to 
deliver  the  care  to  which  they  are  entitled. 

The  Academy  strongly  supports  efforts  to  reform  our  health  care  delivery  system, 
but  recognizes  that  having  an  adequate  supply  of  health  care  providers  is  essential 
to  the  success  of  that  reform  effort.  Changing  the  way  we  support  health  professions 
education  is  a  major  change  that  has  not  been  adequately  considered.  In  fact,  Mr. 
Chairman,  Congress  rejected  a  similar  consolidation  when  it  was  proposed  during 
the  Bush  Administration. 

Consequently,  we  strongly  encourage  you  to  fund  the  existing  categorical  grant 
programs  based  on  their  authorizations.  We  request  that  you  fully  fund  physician 
assistant  education  at  the  $9  million  authorization  level.  This  represents  a  nec- 
essary and  justified  increase  in  the  government's  commitment  to  PA  education. 
More  importantly,  it  begins  to  insure  that  we  will  have  a  workforce  that  will  make 
universal  health  care  coverage  a  reality  for  all  Americans. 

STATEMENT    OF    DOROTHY    MANN,    NATIONAL    PEDIATRIC    HIV    RE- 
SOURCE CENTER 

Senator  MURRAY.  Ms.  Mann. 

Ms.  Mann.  Good  afternoon.  My  name  is  Dorothy  Mann  and  I  am 
the  executive  director  of  the  Circle  of  Care  program  located  in 
Philadelphia.  The  Circle  of  Care,  a  program  of  the  Family  Planning 
Council  of  Southeastern  Pennsylvania,  is  an  HIV  service  program 
that  provides  family-centered  community-based  and  comprehensive 
services  for  children,  adolescents,  women,  and  families  affected  by 
HIV  disease  in  the  Philadelphia  metropolitan  area. 

In  addition,  the  Circle  of  Care  is  a  constituent  of  the  National 
Pediatric  HIV  Resource  Center  and  the  newly  formed  AIDS  Policy 
Center  for  Children,  Youth,  and  Families, 

At  the  outset,  I  need  to  acknowledge  the  support  of  members  of 
this  committee  for  the  issue  of  pediatric  AIDS.  The  dedication  and 
commitment  of  Senator  Arlen  Specter,  my  Senator,  has  got  to  be 
acknowledged. 

I  remember  a  visit  he  made  several  years  ago  to  St.  Christopher's 
Hospital,  and  I  was  there  at  that  visit.  Because  of  that,  we  began 
to  talk  about  a  program  in  Philadelphia  to  serve  HIV-infected  chil- 
dren, women,  and  families.  In  order  to  plan  that  program,  we  held 
focus  groups  to  find  out  what  families  who  are  affected  by  HIV  dis- 
ease really  wanted. 

In  one  of  those  focus  groups,  I  remember  a  grandmother,  in  an- 
swering a  question  on  what  it  was  that  she  needed,  she  said,  it  is 
too  late  for  me.  What  I  needed  was  money,  and  I  needed  money  to 
bury  my  grandchild,  but  I  did  not  have  the  money,  and  so  I  buried 
my  grandchild  in  a  styrofoam  cooler. 

Thanks  to  the  program  that  we  now  have  in  Philadelphia,  that 
will  not  happen  again. 

I  also  need  to  acknowledge  Senator  Harkin's  visit  recently  to  a 
day  care  center  for  children  with  HIV  disease  in  Fort  Lauderdale, 
and  your  interest.  Senator  Murray,  in  AIDS  as  it  affects  teenagers 
in  particular,  and  I  understand  that  you  are  a  member  of  a  board 
of  an  AIDS  and  teen  agency,  and  thank  you  for  that  commitment 
and  understanding  of  this  issue. 

A  lot  needs  to  be  done.  I  understand  the  financial  constraints  of 
this  subcommittee,  and  I  am  immensely  grateful  that  the  President 
has  recommended  an  increase  of  $5  million  over  our  current  fund- 
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ing  level  of  $22  million,  but  we  do  have  so  much  to  do,  and  we  have 
so  many  children  and  families  that  we  need  to  serve. 

Last  year,  Ryan  White  titles  I  and  II  received  an  increase  of  $210 
million.  Title  IV,  the  pediatric  AIDS  program,  received  a  $1  million 
increase.  I  cannot  believe  that  the  value  this  committee  or  this 
Congress  places  on  children,  women,  and  families  with  HIV  is  re- 
flected in  those  dollars. 

This  year,  we  need  to  continue  significant  increases  in  all  the  ti- 
tles of  Ryan  White.  Title  IV  is  requesting  a  $40  million  increase. 
The  details  of  that  breakdown  are  in  my  written  testimony. 

PREPARED  STATEMENT 

The  work  of  this  committee  describes  many  critical  priorities.  We 
have  heard  some  today.  I  am  here  to  ask  that  children,  women, 
youth,  and  families  with  HIV  and  AIDS  deserve  more.  I  am  sure 
that  somewhere  else  in  this  country  another  grandmother  is  bury- 
ing her  grandchild  in  a  cooler.  As  a  Nation,  we  cannot  let  that  con- 
tinue. 

Thank  you. 

Senator  MURRAY.  Thank  you. 

[The  statement  follows:] 

Statement  of  Dorothy  Mann 

Good  morning,  my  name  is  Dorothy  Mann  and  I  am  the  Executive  Director  of  the 
Circle  of  Care  Program  located  in  Philadelphia,  PA.  The  Circle  of  Care,  a  program 
of  the  Family  Planning  Council  of  South  Eastern  Pennsylvania,  is  an  HIV  service 
program  that  provides  family-centered,  community-based  and  comprehensive  HIV 
and  AIDS  services  for  children,  adolescents,  women,  men  and  families  affected  by 
HIV  disease  in  the  Philadelphia  metropolitan  area.  The  Circle  of  Care  is  also  a  con- 
stituent of  the  National  Pediatric  HIV  Resource  Center  and  I  serve  as  chair  of  the 
Resource  Center's  public  policy  committee. 

I  want  to  start  my  testimony  today  by  acknowledging  the  dedication  that  Senator 
Arlen  Specter  has  shown  to  AIDS.  Without  the  Senator's  leadership  specifically  on 
pediatric  AIDS  issues,  we  would  not  have  the  Circle  of  Care  Program  or  other  pro- 
grams like  the  Circle  of  Care  throughout  the  nation.  Let  me  also  acknowledge  the 
dedication  of  Senator  Tom  Harkin  to  improving  the  lives  of  persons  living  with  HIV 
and  AIDS.  Senator  Harkin,  your  leadership  of  this  committee  has  ensured  funding 
for  HIV  services,  research,  and  prevention.  I  want  to  thank  Senator  Kohl  and  Sen- 
ator Murray  for  their  commitment  to  this  issue. 

But  Senators,  so  much  more  rem£iins  to  be  done.  Today,  I  must  sadly  point  out 
that  women,  adolescents,  and  children  now  comprise  the  fastest  growing  segment 
of  the  HIV  population  in  the  United  States.  I  am  here  today  to  ask  for  your  contin- 
ued support  for  all  Titles  of  the  Ryan  White  AIDS  CARE  Act,  and  in  particular, 
Title  IV  of  the  CARE  Act  which  provides  funds  for  pediatric,  adolescent  and  family 
HIV  services.  As  you  know,  the  CARE  Act  has  been  instrumental  in  the  creation 
of  services  and  programs  that  have  immeasurably  improved  the  quality  of  life  for 
many  people  living  with  HIV  and  AIDS.  The  Circle  of  Care  Program  is  principally 
funded  through  Title  IV  of  the  Ryan  White  CARE  Act. 

I  need  to  get  one  thing  off  my  chest  at  the  outset.  Several  weeks  ago  a  newspaper 
ran  an  article  about  pediatric  AIDS  research  funds  and  tried  to  state,  basically  that 
"pediatric  AIDS  is  not  a  problem".  Let  me  assure  you  that  pediatric  AIDS  is  a  prob- 
lem in  the  United  States.  Unfortunately,  the  article  fails  to  analyze  HIV  infection 
in  children — as  opposed  to  diagnosed  AIDS  cases — within  an  appropriate  context 
and  has  several  inaccuracies.  I  am  not  here  today  to  spend  time  disputing  this  arti- 
cle. I  am  here  today  to  argue  for  additional  Title  IV  care  dollars  for  children,  youth 
and  families  with  AIDS  which  is  under-funded. 

I  want  to  assure  this  committee  that  I  understand  the  budgetary  constraints  that 
Members  of  Congress  are  facing  this  year,  and  I  am  immensely  grateful  that  the 
President's  budget  recommends  any  increase  at  all  in  the  fiscal  year  1995  funding 
for  Title  IV.  Unfortunately,  however,  the  HIV  epidemic  is  exacting  such  a  toll  among 
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American  children,  youth  and  families  that  I  feel  compelled  to  ask  this  committee 
for  $40  million  in  additional  Title  IV  funds. 

I  want  to  make  three  main  points  today. 

One:  Children  with  HIV  are  living  longer  and  need  additional  family  HIV  serv- 
ices. More  children  are  born  each  year  with  confirmed  HIV  infection.  In  addition, 
huge  numbers  of  children  and  youth  are  being  orphaned  when  their  parents  die  of 
AIDS. 

Two:  Title  IV  projects  do  not  just  serve  children.  They  serve  children,  youth, 
women,  men  and  families,  and  help  to  prevent  expensive  in-patient  care.  Title  FV 
projects  are  located  in  cities  and  counties  with  65  percent  of  identified  pediatric  and 
adolescent  HIV  cases. 

Three:  Title  FV  projects  are  severely  under-funded.  The  President  has  requested 
$5  milUon  in  additional  funds  for  Title  IV  programs  in  fiscal  year  1995  and  this 
amount  is  not  enough. 

EProEMIOLOGY  AND  COST  OF  CARE 

The  HIV  epidemic  is  spreading  rapidly  among  women,  children,  and  adolescents 
in  the  United  States.  As  of  September  1993,  nearly  5,000  children,  over  14,000 
young  people  ages  13  to  24,  and  approximately  40,700  adult  women  have  been  diag- 
nosed with  AIDS.[1]  For  children,  perinatal  transmission — transmission  from  moth- 
er to  child — was  the  probable  risk  factor  in  over  85  percent  of  the  cases.  Since  AIDS- 
defining  sjmiptoms  appear  an  average  of  ten  years  after  infection  with  HIV,  AIDS 
statistics  allow  us  to  estimate  the  needs  of  people  who  are  at  just  one  end  of  the 
continuum  of  those  living  with  HFV  disease.  Approximately  15,000  to  20,000  chil- 
dren,[2]  an  unknown  number  of  adolescents,  110,000  women,  and  over  1  million 
men  are  estimated  to  have  HFV  infection  but  are  not  yet  diagnosed  with  AIDS. [3] 
Using  1989  national  sero-survev  data  for  childbearing  women,  the  CDC  estimates 
approximately  1,500  to  2,000  children  will  be  bom  each  year  with  confirmed  HIV 
infection[4]. 

HIV  disproportionately  affects  low-income  African-American  and  Latino  persons. 
Fifty-four  percent  of  the  reported  children  with  AIDS  are  African-American,  al- 
though only  14  percent  of  the  nation's  children  are  African-American.  In  addition, 
24  percent  of  the  children  with  AIDS  are  Latino,  although  only  11  percent  of  U.S. 
children  are  Latino. 

Equally  dire  are  the  projections  of  the  number  of  children  that  will  be  orphaned 
as  a  result  of  the  HIV/AIDS  epidemic— 24,600  under  age  13  and  21,000  between  the 
ages  of  13  and  17  by  1995,  with  the  total  number  of  children  orphaned  rising  to 
more  than  80,000  by  the  year  2000.[5] 

While  data  on  the  cost  of  direct  medical  care  for  children  with  AIDS  are  limited, 
it  is  estimated  that  these  costs  range  from  $40,000  to  $50,000  per  year;  inpatient 
costs  account  for  over  90  percent  of  these  expenses. [6, 7]  This  figure  is  significantly 
higher  than  comparable  costs  for  other  childhood  diseases. 

TITLE  IV  LEGISLATIVE  BACKGROUND 

Tide  IV  of  the  CARE  Act  was  authorized  as  part  of  the  overall  CARE  Act  in  1990 
but  funds  for  the  section  were  not  appropriated  until  this  fiscal  year  when  Senator 
Specter  took  the  lead  in  shifting  $20.9  million  for  the  existing  Pediatric/Family 
AIDS  Demonstration  Programs  into  Title  IV.  Title  IV  provides  distinct  funding  for 
an  HrV-affected  population  that  has  had  difficulty  in  accessing  other  Ryan  White 
CARE  dollars.  Currently,  Title  IV  funds  support  Projects  in  44  direct  service  sites 
in  22  states,  Washington,  DC  and  Puerto  Rico,  and  are  involved  in  the  following: 
Investing  in  the  HIV  health  care  infrastructure  where  none  exists;  delivering  both 
primary  and  secondary  HFV  prevention  services;  fostering  relationships  between  ex- 
isting care  models  and  innovations  in  care  by  estabUshing  linkages  with  HFV  clini- 
cal trials  and  other  research  programs;  and  providing  for  the  distinct  service  needs 
of  high  risk  and  infected  adolescents  who  require  special  attention. 

CLIENTS  SERVED 

The  total  number  of  clients  served  by  Title  FV  projects  in  1992  was  28,738.  This 
represented  an  87  percent  increase  from  1991.  The  total  number  of  families  served 
was  10,163,  a  28  percent  increase  over  1991.  Demand  for  services  at  project  sites 
has  increased  over  50  percent  for  each  of  the  previous  three  years.  The  total  number 
of  women  served  in  1992  was  11,989,  a  124  percent  increase  over  1991.  The  total 
number  of  children  (age  0-12)  and  adolescents  served  in  1992  was  10,297  and  2,817 
respectively.  This  represented  an  81  percent  increase  for  children  and  a  74  percent 
increase  for  adolescents.  Five  out  of  six  clients  served  in  1992  were  African-Amer- 
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ican  or  Hispanic.  The  total  number  of  outpatient  encounters  reported  in  1992  was 
103,008,  representing  a  117  percent  increase  over  the  previous  year. 

CIRCLE  OF  CARE 

The  Ryan  White  CARE  Act  has  made  a  tremendous  difference  in  how  the  Circle 
of  Care  provides  services  for  persons  living  with  HIV.  The  Circle  of  Care  Program, 
which  primary  funding  through  Title  IV  of  the  CARE  Act,  serves  the  Philadelphia 
metropolitan  community.  When  the  program  be^an  in  the  spring  of  1990,  there  were 
220  famiUes  receiving  services.  By  1995,  we  will  be  serving  1,100  families.  Of  the 
families  we  serve,  92  percent  are  on  Medical  Assistance  or  have  no  health  insur- 
ance; 62  percent  of  the  families  are  African- American;  25  percent  are  Latino. 

Through  a  network  of  12  AIDS  service  organizations,  the  Circle  of  Care  coordi- 
nates a  wide  range  of  important  services  for  families.  The  cornerstone  of  this  net- 
work are  the  Family  Clinics  where  adults  and  children  receive  medical  care.  The 
clinics  are  conveniently  located  in  the  two  children's  hospitals  and  in  a  community 
based  health  center.  Among  the  other  services  offered  is  intensive  case  management 
along  with  in-home  assistance  for  all  the  families  served  through  The  Circle  of  Care. 

FUNDING  HISTORY 

Although  the  demand  for  services  has  grown  at  very  high  rates,  Congressional 
funding  levels  for  pediatric  and  adolescent  services  has  remained  essentially  level 
funded  for  3  years.  In  fiscal  year  1994,  despite  separate  requests  for  $6  million  for 
Title  IV  and  $21  million  for  HIV  demonstrations.  Congress  consolidated  funding 
within  Title  IV  at  $22  million,  despite  an  increase  of  $210  million  for  Titles  I  and 
II  for  fiscal  year  1994. 

FISCAL  YEAR  1995  FUNDING  RECOMMENDATION 

The  National  Organizations  Responding  to  AIDS  Coalition  and  AIDS  Action 
Council  have  recommended  a  total  funding  level  of  $62  million  for  Title  IV.  By  in- 
creasing funding  for  Title  IV,  it  is  estimated  that  the  number  of  clients  served  could 
be  increased  65  percent,  and  that  existing  Project  sites  could  provide  enhanced  serv- 
ices to  a  rapidly  increasing  client  case  load.  Funds  could  be  spent  in  the  following 
manner:  $6  for  initial  planning  and  development  of  15  new  care/research  programs 
and  to  implement  new  services;  $16  million  to  support  existing  comprehensive  care 
sites  to  serve  the  ever  growing  number  of  clients  in  need,  to  hire  and  train  addi- 
tioned  staff  and  to  provide  stronger  links  with  clinical  research  trials;  $16  million 
to  strengthen  and  expand  programs  specifically  suited  for  adolescents,  a  population 
that  is  grossly  under-served  by  both  comprehensive  care  providers  and  clinical  trial 
centers;  and  $2  million  to  enhance  evaluation  and  data  collection  activities  associ- 
ated with  the  provision  of  clinical  trials  and  the  provision  of  comprehensive  services. 
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STATEMENT  OF  JOAN  N.L.  GREENE,  PRESIDENT-ELECT,  NATIONAL  AS- 
SOCIATION OF  PEDIATRIC  NURSE  ASSOCIATES  AND  PRACTI- 
TIONERS 

Senator  Murray.  Ms.  Greene. 

Ms.  Greene.  Good  afternoon,  Senator  Murray.  My  name  is  Joan 
Greene.  As  president-elect  of  the  National  Association  of  Pediatric 
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Nurse  Associates  and  Practitioners,  better  known  as  NAPNAP,  I 
appreciate  the  opportunity  to  present  testimony  on  behalf  of  over 
4,000  members  who  specialize  as  pediatric  family  or  school  nurse 
practitioners.  We  would  like  to  express  our  deep  appreciation  for 
the  support  your  subcommittee  has  given  us  over  the  years.  Our 
specific  interest  today  include  nurse  practitioner  education,  nursing 
research,  and  immunization  programs. 

NAPNAP  is  concerned  about  funding  for  health  professional  edu- 
cation. While  health  policy  experts  concentrate  on  the  shortage  of 
primary  care  providers,  especially  in  rural  and  underserved  areas, 
many  neglect  to  take  into  account  the  number  of  nurse  practition- 
ers who  are  able  and  qualified  to  handle  a  large  percentage  of  pri- 
mary care  services.  Increased  funding  for  nurse  practitioner  edu- 
cation would  boost  the  supply  of  these  valuable  primary  care  pro- 
viders. 

Today,  there  are  44  PNP  education  programs  in  the  country.  Un- 
fortunately, only  9  are  receiving  Federal  funding  support  through 
the  Nurse  Education  Act. 

This  year,  the  President's  fiscal  year  1995  budget  combines  the 
Bureau  of  Health  Professions  health  work  force  initiatives  and  di- 
vides them  into  five  categories.  The  nurse  practitioner,  nurse  mid- 
wife program  is  one  of  12  programs  included  in  the  primary  care 
health  professions  initiative,  which  received  a  devastating  $13  mil- 
lion decrease. 

We  are  worried  about  the  consolidation  of  all  these  programs, 
and  further  troubled  by  the  additional  requirements  for  applicants. 
Accordingly,  we  are  skeptical  and  cautious  about  the  President's 
plan  to  combine  the  health  professions  education  into  one  bloc 
grant.  Instead,  we  strongly  recommend  full  authorization  for  the 
nurse  practitioner,  nurse  midwife  program  in  its  current  form  at 
$20  million. 

NAPNAP  applauds  the  President's  commitment  to  health  care 
reform.  We  believe  a  reformed  health  care  system  should  incor- 
porate changes  which  focus  on  the  promotion  of  health  and  the  pre- 
vention of  disease.  At  present,  the  National  Institute  for  Nursing 
Research,  NINR,  is  one  institute  that  already  places  an  emphasis 
on  care  issues  rather  than  cure  issues,  and  targets  a  vulnerable 
population  including  minorities,  children,  and  adolescents. 

This  year,  the  NINR's  top  priority  is  increasing  the  award  suc- 
cess rate  for  research  project  grants.  NAPNAP  supports  a  $75  mil- 
lion research  investment  at  the  NINR  to  meet  the  future  demands 
of  a  reformed  health  care  system  that  places  an  emphasis  on  out- 
comes. 

Senator  Murray,  NAPNAP  strongly  supports  the  Harkin-Hatfield 
amendment  and  its  inclusion  in  any  health  care  reform  legislation. 
The  biomedical  research  that  is  conducted  and  funded  by  the  NIH 
represents  one  of  our  greatest  hopes  in  holding  down  health  care 
costs  while  ensuring  continued  quality  of  care. 

Finally,  NAPNAP  wholeheartedly  supports  the  68  percent  in- 
crease in  immunization  funds  proposed  by  President  Clinton  in  his 
fiscal  year  1995  budget.  We  commend  the  administration's  empha- 
sis on  improving  immunization  rates. 

In  order  to  meet  the  Public  Health  Service  goal  of  immunizing 
90  percent  of  all  American  children  by  age  2,  NAPNAP  concurs 
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with  the  President's  recommendation  of  $888  million  for  combined 
childhood  vaccination  programs.  In  particular,  we  support  the  $464 
million  in  added  discretionary  funds  for  extended  clinic  hours,  mo- 
bile vaccination  units,  vaccine  purchases,  and  publicity  campaigns 
about  the  importance  of  vaccinating  young  children  and  other  out- 
reach activities. 

PREPARED  STATEMENT 

Thank  you  for  the  opportunity  to  testify  before  your  subcommit- 
tee. We  recommend  full  funding  of  nurse  practitioner,  nurse  mid- 
wife programs  at  $20  million,  $75  million  for  NINR,  and  support 
the  $888  million  for  the  administration's  immunization  program. 

Thank  you. 

Senator  Murray.  Thank  you. 

[The  statement  follows:] 

Statement  of  Joan  N.L.  Greene 

Mr.  Chairman,  distinguished  Members  of  the  Subcommittee,  my  name  is  Joan 
Greene.  As  President-Elect  of  the  National  Association  of  Pediatric  Nurse  Associates 
and  Practitioners  (NAPNAP),  I  appreciate  the  opportumty  to  present  testimony  on 
behalf  of  the  4,000  members  who  specialize  as  pediatric,  family  or  school  nurse  prac- 
titioners. We  would  like  to  express  our  deep  appreciation  for  the  support  the  Senate 
Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  Education  has 
given  us  over  the  years.  Our  specific  interests  include  nurse  practitioner  education, 
nursing  research  and  immunization  programs  meeting  the  needs  of  children. 

nurse  practitioner  education 

NAPNAP  is  concerned  about  funding  for  health  professional  education.  NAPNAP 
believes  that  children  are  our  nation's  most  valuable  resource  and  that  they  need 
access  to  health  care  regardless  of  race,  economic  status  or  religious  beliefs. 
NAPNAP  is  concerned  that  many  children  do  not  have  health  insurance  and/or  ac- 
cess to  necessary  health  care  services. 

Heightened  concern  about  health  care  coverage  gaps  and  the  costs  of  care,  coupled 
with  the  prospect  for  health  care  delivery  system  reform,  provide  a  unique  oppor- 
tunity for  the  nurse  practitioner.  While  health  policy  experts  concentrate  on  the 
shortage  of  primary  care  providers,  especially  in  health  professional  shortage  areas, 
many  neglect  to  take  into  account  the  number  of  nurse  practitioners  who  are  able 
and  qualified  to  handle  a  large  percentage  of  primary  care  services.  Increased  fund- 
ing for  nurse  practitioner  education  would  boost  the  supply  of  primary  care  provid- 
ers and  lessen  the  need  for  more  primary  care  physicians.  Since  the  cost  of  a  physi- 
cian's education  is  considerably  higher  than  the  cost  associated  with  an  NP's  edu- 
cation, and  since  payment  for  the  service  of  a  physician  is  genersdly  higher  than 
that  of  an  NP,  it  would  seem  prudent  for  Congress  to  increase  funding  for  nurse 
practitioners.  After  all,  the  Office  of  Technology  Assessment  determined  back  in 
1986  that  the  quality  of  care  provided  by  non-physician  practitioners  "is  equivalent 
to  the  quality  of  comparable  services  provided  by  physicians." 

To  meet  the  need  for  increased  services  that  may  result  from  health  care  reform. 
President  Clinton  has  recommended  doubling  the  number  of  nurse  practitioners  pro- 
duced annually.  NAPNAP  supports  this  recommendation  but  recognizes  that  in- 
creased funding  alone  will  not  increase  the  number  of  nurse  practitioners.  Cur- 
rently, nursing  schools  do  not  have  the  faculty  or  qualified  preceptors  needed  to 
train  more  nurse  practitioners.  According  to  recent  news  accounts,  there  is  concern 
about  the  possibility  of  a  nursing  shortage  resulting  from  the  lack  of  nurses  with 
advanced  degrees  who  are  qualified  to  serve  as  faculty  for  training  new  nurses.  Of 
America's  2  million  nurses,  only  6  percent  have  master's  degrees. 

Statistics  vary  but  most  health  policy  experts  estimate  the  number  of  practicing 
nurse  practitioners  at  25,000.  According  to  the  Bureau  of  Health  Professions,  there 
are,  in  any  one  year,  a  total  of  about  1,076  new  students  enrolled  in  NP  programs. 
Counting  part-time  students,  this  number  could  be  significantly  higher.  Most  pro- 
grams have  waiting  lists  because  they  are  at  capacity  with  respect  to  faculty  and 
clinical  sites  for  preceptorships.  Waiting  lists  are  as  long  as  100  or  more  students 
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in  some  cases.  At  the  cuttent  rate,  it  will  take  many  years  to  reach  the  President's 
recommendation  of  doubling  the  number  of  nurse  practitioners. 

Today,  there  is  a  total  of  44  PNP  education  programs  in  the  country.  Unfortu- 
nately, only  9  are  receiving  federal  funding  support  through  the  Nurse  Education 
Act.  This  year,  36  nurse  practitioner  education  program  applications  were  approved 
but  notified  they  will  go  unfunded  due  to  lack  of  resources.  Another  $6.8  million 
would  have  funded  these  programs  and  increased  the  supply  of  nurse  practitioners. 

This  year,  the  President's  budget  combines  the  Bureau  of  Heedth  Professions' 
health  workforce  initiatives  for  fiscal  year  1995.  The  Nurse  Practitioner/Nurse  Mid- 
wife program  is  one  of  12  programs  included  in  the  primary  care  health  professions 
initiative.  However,  this  category  received  a  $13  million  decrease.  In  addition,  this 
initiative  contains  new  requirements  such  as  matching  grants,  carrying  out  innova- 
tive demonstration  projects,  and  producing  specific  performance  outcomes  that  may 
hinder  rather  than  help  our  ability  to  start-up  new  programs  and  increase  the  num- 
ber of  nurse  practitioners.  Without  increased  funding  support  for  primary  care,  the 
number  of  PNFs  will  decline  at  a  time  when  child  health  care  needs  are  increasing. 
Low  birth  weight  babies,  immunization  problems,  school  screening  programs,  sub- 
stance abuse  and  the  feeding  of  children  are  but  a  few  examples  of  problems  PNFs 
can  help  resolve. 

Accordingly,  we  are  especially  concerned  about  the  President's  plan  to  combine 
the  health  professions  education  into  one  block  grant.  Instead,  we  recommend  full 
authorization  for  the  nurse  practitioner/nurse  midwife  program  in  its  current  form 
at  $20  million.  We  believe  an  increase  is  essential  to  meet  the  primary  care  needs 
of  tomorrow's  health  care  delivery  system. 

NATIONAL  INSTITUTE  OF  NURSING  RESEARCH 

We  applaud  the  President's  commitment  to  reforming  our  country's  health  care 
system.  Furthermore,  we  support  the  Administration's  emphasis  on  biomedical  and 
behavioral  research  promoting  health  and  preventing  diseases,  disorders,  and  other 
health  conditions.  NAPNAP  believes  the  health  care  system  should  incorporate 
changes  which  focus  on  the  promotion  of  health  and  the  prevention  of  disease.  The 
current  emphasis  which  places  priority  on  the  treatment  of  disease  should  therefore, 
be  modified.  Preventive  health  care  includes  those  activities  which  actively  promote 
responsible  behavior  and  the  adoption  of  healthy  lifestyles.  Prevention  is  the  best 
opportunity  to  reduce  the  increasing  economic  resources  spent  to  treat  preventable 
illness  and  functional  impairments.  The  promotion  of  health  through  behavior 
changes  will  keep  America's  children  healthier  and  enable  financial  and  social  re- 
sources to  be  used  more  wisely. 

At  present,  the  National  Institute  for  Nursing  Research  is  one  Institute  that  al- 
ready places  an  emphasis  on  outcomes.  The  NINR  focuses  on  care  issues  rather 
than  cure  issues.  The  NINR  targets  vulnerable  populations  including  minorities, 
children  and  adolescents.  For  example,  the  NINR  is  currently  researching  topics 
such  as  why  pregnant  teens  do  or  do  not  seek  prenatal  care  and  conducting  basic 
studies  of  fanuly  violence  and  child  abuse.  Specific  target  areas  include  the  develop- 
ment and  testing  of  community-based  nursing  models  designed  to  promote  innova- 
tive high-quaUty  health  services  for  rural  and  underserved  populations. 

Preliminary  research  supported  by  the  NINR  is  demonstrating  the  importance  of 
culturally  sensitive  interventions  in  removing  barriers  to  prenatal  care  as  well  as 
the  need  for  social  supports  to  enhance  health  behaviors  that  affect  the  mother  and 
normal  development  oi  the  fetus.  Clinical  trials  will  compare  maternal  and  infant 
outcomes  and  costs  of  care  among  groups  of  women  at  high-risk  for  delivering  low 
birth  weight  infants,  testing  nursing  interventions  that  have  previously  been  found 
to  be  effective  in  specific  high-risk  groups.  We  believe  that  the  focus  of  this  research 
parallels  the  Administration's  priorities  regarding  the  prevention  of  disease  and  dis- 
ability and  represents  an  investment  in  the  health  of  our  nation's  children. 

The  NINR's  top  priority  is  increasing  the  award/success  rate  for  research  project 
grants.  In  fiscal  year  1993,  the  estimated  success  rate  for  the  Institute  was  13.9  per- 
cent. In  fiscal  year  1994,  the  estimated  rate  drops  to  10.5  percent — 14.1  percent  less 
than  the  NIH  estimated  success  average  of  24.6  percent.  NAPNAP  supports  an  in- 
crease in  the  research  investment  at  the  NINR  oi  $75  million  to  meet  the  demands 
of  health  research  needed  under  health  care  reform.  The  President's  budget  includes 
an  appropriation  of  $48,326  million  in  non-AIDS  moneys.  While  the  total  appropria- 
tion may  represent  a  slight  increase  over  the  fiscal  year  1994  appropriation,  we  be- 
lieve $75  million  is  needed  and  will  bring  the  Institute's  success  rate  more  in  line 
with  that  of  other  Institutes. 

In  addition,  NAPNAP  strongly  supports  the  Harkin-Hatfield  Amendment  and  its 
inclusion  in  any  health  care  reform  legislation.  The  biomedical  research  that  is  con- 
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ducted  and  supported  by  the  National  Institutes  of  Health  represents  one  of  our 
greatest  hopes  in  holding  down  health  care  costs  while  ensuring  continued  quality 
of  care. 

IMMUNIZATION 

Finally,  NAPNAP  supports  the  68  percent  increase  in  immunization  funds  pro- 
posed by  President  Clinton  in  his  fiscal  year  1995  budget.  We  commend  the  Admin- 
istration's emphasis  on  improving  immunization  rates.  Immunization  in  early  child- 
hood, a  hallmark  of  preventive  health  care,  is  recognized  as  a  proven  public  health 
tool  in  controlling  certain  communicable  diseases  known  to  cause  death  or  debilita- 
tion. GAO  reports  that  "immunization  against  childhood  diseases  averts  the  costs 
of  treatment  for  preventable  diseases  and  saves  as  much  as  $14  for  every  $1  in- 
vested." 

More  than  40  percent  of  American  preschoolers  are  not  adequately  immunized. 
The  largest  group  of  children  at  risk  of  contracting  preventable  childhood  illnesses, 
such  as  measles,  mumps  and  whooping  cough  are  infants  and  preschool  children. 
We  can  and  must  do  a  better  job  of  protecting  our  children.  The  cost  of  our  failure 
to  immunize  children  continues  to  drain  our  resources  and  threatens  the  health  and 
economy  of  this  nation. 

In  order  to  meet  the  Public  Health  Service  goal  of  immunizing  90  percent  of  all 
American  children  age  2  with  the  basic  immunizations  series,  NAPNAP  concurs 
with  the  President's  recommendation  of  $888  million  for  combined  childhood  vac- 
cination programs.  In  particular,  we  support  the  $464  million  in  added  discretionary 
funds  for  extended  clinic  hours,  mobile  vaccination  units,  vaccine  purchases,  public- 
ity campaigns  about  the  importance  of  vaccinating  young  children  and  other  out- 
reach activities. 

Thank  you  for  the  opportunity  to  testify  before  your  Subcommittee.  NAPNAP  is 
mindful  that  this  is  a  year  of  increased  pressure  to  cut  programs.  However,  we  be- 
lieve these  three  requests  for  increased  funding  are  clearly  an  investment  in  our  na- 
tion's most  valuable  resource — children.  Therefore,  we  recommend:  full  funding  of 
$20  million  for  Nurse  Practitioner/Nurse  Midwife  program;  $75  million  for  the 
NINR;  and  supports  $888  million  for  the  Administration's  immunization  program. 

As  health  care  providers  for  our  nation's  64  million  children  and  adolescents,  we 
urge  you  to  make  these  programs  a  priority  in  fiscal  year  1995.  I  will  be  pleased 
to  answer  any  questions  you  might  have. 

STATEMENT  OF  LAWRENCE  A-  McANDREWS,  PRESIDENT,  NATIONAL 
ASSOCIATION  OF  CHILDREN'S  HOSPITALS  AND  RELATED  INSTI- 
TUTIONS 

Senator  Murray.  Last  is  Mr.  McAndrews. 

Mr.  McAndrews.  Thank  you,  Senator  Murray.  My  name  is  Larry 
McAndrews.  I  am  the  president  of  the  National  Association  of  Chil- 
dren's Hospitals  and  Related  Institutions.  I  represent  130  chil- 
dren's hospitals  around  the  country.  These  children's  hospitals 
serve  as  essential  providers  to  low-income  children.  Many  or  most 
of  them,  over  one-hgdf  of  their  patients  are  from  families  who  rely 
on  Medicaid,  or  the  uninsured. 

The  children's  hospitals  serve  as  regional  referral  centers  for 
children  with  special  health  care  needs,  providing  more  than  65 
percent  of  their  inpatient  days  to  children  with  at  least  one  chronic 
congenital  condition. 

The  children's  hospitals  also  serve  as  the  educators  of  pediatric 
care,  training  over  25  percent  of  the  next  generation  of  pediatri- 
cians in  the  United  States,  and  they  serve  as  the  centers  of  pedi- 
atric research. 

Children  represent  25  percent  of  the  population,  and  need  special 
grant  programs  because  all  too  often  the  needs  of  children  are  seen 
as  an  afterthought,  and  are  seen  as  little  adults,  and  we  who  have 
worked  with  children  for  many,  many  years  know  that  children 
have  very  specialized  needs  and  specialized  health  care  needs. 
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An  example  of  this  was  in  a  study  that  was  done  by  the  Institute 
of  Medicine,  which  reported  on  emergency  medical  services  for  chil- 
dren. It  made  clear  that  compared  to  injured  adults,  injured  chil- 
dren are  more  susceptible  to  inappropriate  care,  they  are  more  vul- 
nerable to  sudden  shifts  in  medical  condition,  and  they  exhibit  dif- 
ferent conditions,  yet  emergency  medical  services  often  are 
unequipped  to  address  this  reality.  That  is  why  the  Institute  of 
Medicine  advocated  a  substantial  new  Federal  investment  in  emer- 
gency medical  services  for  children. 

For  fiscal  year  1995,  NACHRI  recommends  a  strengthened  Fed- 
eral investment  in  several  maternal  and  child  health  grant  pro- 
grams. We  worked  with  the  Maternal  Child  Health  Coalition, 
which  included  the  Child  Welfare  League  of  America,  the  American 
Academy  of  Pediatrics,  the  Association  of  Maternal  and  Child 
Health  Programs,  the  American  College  of  Obstetrics  and  Gyne- 
cology, American  Association  of  University  Affiliated  Programs, 
and  the  Children's  Defense  Fund,  in  arriving  at  these  numbers,  but 
we  recommend  that  $750  million  for  the  maternal  and  child  health 
bloc  grant  be  awarded,  that  $10  million  for  emergency  medical 
services  for  children  be  supported,  that  $42  million  for  title  IV  of 
the  Ryan  White  AIDS  program  be  allocated,  and  that  $30  million 
for  the  abandoned  infants  assistance  program  be  provided,  that 
$500  million  for  the  immunization  program  funded  under  the  Cen- 
ters for  Disease  Control  be  allocated,  and  $775  million  for  pediatric 
research  under  the  National  Institute  of  Child  Health  and  Human 
Development. 

PREPARED  STATEMENT 

All  of  these  recommendations,  I  think,  are  driven  by  a  belief  in 
prevention  and  primary  care,  and  it  is  also  looking  at  the  most 
egregious  examples  of  conditions  that  need  attention,  including 
MDS  and  trauma  care  for  children. 

Thank  you  very  much  for  this  opportunity. 

[The  statement  follows:] 

Statement  of  Lawrence  A.  McAndrews 

INTRODUCTION 

Good  morning  Mr.  Chairman  and  members  of  the  subcommittee.  I  am  Lawrence 
A.  McAndrews,  President  and  Chief  Executive  Officer  of  NACHRI— the  National  As- 
sociation of  Children's  Hospitals  and  Related  Institutions.  On  behalf  of  NACHRI, 
thank  you  for  the  opportunity  to  testify  on  fiscal  year  1995  appropriations  for  key 
maternal  and  child  health  and  social  service  programs. 

children's  hospitals 

NACHRI  represents  more  than  130  institutions  in  the  U.S.  and  Canada,  including 
free-standing  children's  hospitals,  pediatric  departments  of  major  medical  centers, 
and  specialty  hospitals  such  as  pediatric  rehabilitation  facilities.  Virtually  all  chil- 
dren's hospitals  are  teaching  hospitals  and  research  centers  as  well  as  regional  re- 
ferral centers  for  specialized  pediatric  care. 

While  children's  hospitals  are  best  known  as  tertiary  level  hospitals  providing  spe- 
cialized inpatient  care  for  very  sick,  disabled,  or  injured  children,  they  are  also 
major  providers  of  outpatient  health  and  social  services  for  children.  These  services 
include  not  only  emergency  and  specialty  care  in  ambulatory  settings  but  also  pri- 
mary and  preventive  care.  Indeed,  often  the  children's  hospital  functions  as  the  pri- 
mary care  pediatrician  for  children  in  the  community  as  well  as  the  specialized  hos- 
pital for  children  with  acute  care  and  chronic  care  conditions  throughout  the  region. 
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Children's  hospitals  represent  only  one  percent  of  all  hospitals.  They  are  driven 
by  unique  missions  of  serving  all  children  in  the  community,  including  the  sickest, 
poorest,  and  those  in  need  of  the  most  specialized  care.  In  seeking  to  fulfill  their 
missions,  children's  hospitals  are: 

Essential  Providers  to  Low  Income  Children. — Virtually  all  children's  hospitals  are 
not-for-profit  and  located  in  major  metropolitan  areas,  meeting  the  primary  as  well 
as  specialty  care  needs  of  children  of  poorest  inner  city  neighborhoods.  On  average, 
children's  hospitals  devote  nearly  fifty  percent  of  their  care  to  children  whose  fami- 
lies rely  on  Medicaid  or  are  uninsured. 

Regional  Referral  Centers  for  Children  with  Special  Health  Care  Needs. — Chil- 
dren's hospitals  are  also  regional  referral  centers  meeting  the  specialized  care  needs 
of  children  with  chronic  and  congenital  conditions.  Children's  hospitals  on  average 
devote  more  than  sixty-five  percent  of  their  inpatient  days  and  seventy-five  percent 
of  their  inpatient  charges  to  children  with  at  least  one  chronic  or  congenital  condi- 
tion. Although  they  represent  only  one  percent  of  the  nation's  hospitals,  children's 
hospitals  care  for  twenty-five  percent  of  all  hospitalized  children  with  chronic  and 
congenital  conditions. 

Essential  Educators  of  Pediatric  Care  Providers. — ^As  educators  of  the  next  genera- 
tion of  pediatricians,  children's  hospitals  train  over  twenty-five  percent  of  all  pedia- 
tricians in  the  U.S.  Together  with  the  pediatric  departments  of  major  university 
medical  centers  they  train  the  majority  of  pediatricians  and  virtually  all  pediatric 
subspecialists. 

Essential  Centers  of  Pediatric  Research. — Children's  hospitals  are  centers  of  excel- 
lence for  pediatric  research.  More  than  one  in  three  is  the  formal  sponsor  of  re- 
search on  the  cause,  prevention,  and  treatment  of  illnesses.  Many  more  participate 
in  research  through  universities  with  which  the  hospitals  are  affiliated.  For  exam- 
ple, AIDS  in  children  was  first  identified  in  a  children's  hospital;  polio  and  measles 
viruses  were  first  cultured  at  a  children's  hospital. 

Because  of  their  multiple  missions  as  essential  providers,  specialized  regional  re- 
ferral centers,  centers  of  pediatric  medical  education,  and  centers  of  child  health  re- 
search, children's  hospitals  have  been  important  partners  in  a  number  of  federally 
funded  child  health  grants  programs,  including  the  Title  V  Maternal  and  Child 
Health  Block  Grant,  Emergency  Medical  Services  for  Children,  pediatric  AID  health 
service  delivery  and  research,  Abandoned  Infants  Assistance,  and  the  National  In- 
stitutes of  Health  (NIH). 

CHILDREN  WITH  SPECIAL  HEALTH  CARE  NEEDS 

Children  with  special  health  care  needs  often  have  unique  health  care  problems 
that  require  services  beyond  what  is  considered  "routine  care."  They  include  chil- 
dren with  chronic  diseases  and  conditions  that  do  not  necessarily  result  in  disabil- 
ities or  handicaps.  Facts  about  them  include  the  following: 

The  population  of  children  with  special  health  care  needs  in  the  U.S.  is  increas- 
ing.— In  1989,  five  percent  or  3.4  million  children  suffered  functional  limitations  due 
to  a  chronic  condition,  having  increased  steadily  from  about  2  percent  of  the  child 
population  in  the  1960's.  The  number  of  children  bom  to  teenage  mothers,  children 
exposed  to  drugs  in  utero,  or  children  suffering  from  child  abuse  and  neglect  has 
also  risen.  It  is  estimated  that  twelve  percent  of  all  children  and  youth  have 
diagnosable  mental  health  problems  and  twenty  percent  of  children  under  18  years 
of  age  have  learning,  emotional,  or  behavioral  problems,  according  to  the  Institute 
of  Medicine  (lOM). 

Although  children  with  special  needs  represent  only  a  small  fraction  of  all  chil- 
dren, they  often  require  the  most  resource  intensive  care  with  their  health  service  uti- 
lization and  costs  of  care  different  from  adults. — ^A  study  conducted  for  NACHRI  by 
the  Center  for  Health  Policy  Studies  found  that  per  day  of  inpatient  care,  nurse 
staffing  costs  were  thirty-nine  percent  higher  for  all  children  under  age  two  and 
twenty-four  percent  higher  for  children  between  ages  two  and  five  than  for  the  aver- 
age patient  (adults  and  children  combined).  Higher  per  unit  cost  differences  are  also 
true  for  children  with  special  health  care  needs  requiring  respiratory  therapy,  phys- 
ical recreational  therapies,  certain  ancillary  services,  and  social  services. 

Children's  hospitals  play  a  critical  role  in  caring  for  children  with  special  needs. — 
For  example,  in  addition  to  caring  for  nearly  twenty-five  percent  of  all  hospitalized 
children  with  a  chronic  or  congenital  condition,  children's  hospitals  care  for  the  ma- 
jority of  hospitalized  children  with  malignant  neoplasms,  cardiovascular  conditions, 
cerebral  palsy,  and  respiratory  asthma. 
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RECOMMENDATIONS 


To  better  meet  the  health  and  social  service  needs  of  all  children  in  the  U.S.,  in- 
cluding children  with  special  health  care  needs,  NACHRI  supports  a  strengthened 
federal  investment  for  key  federal  maternal  and  child  health  programs. — While 
NACHRI  recognizes  the  tough  economic  realities  now  facing  our  country,  we  also 
understand  that  "children  can't  wait  while  adults  debate."  For  fiscal  year  1995, 
NACHRI  recommends  funding  levels  for  maternal  and  child  health  grants  programs: 

Fiscal  year  1995  appropriations  recommendations  for  key  maternal  and  child  health 

programs 

Program  It-  millions 

MCH  Block  Grant  $750 

Community  and  Migrant  Health  Centers 743 

Healthy  Start  100 

National  Health  Service  Corps  124 

Immunizations  (CDC) 888 

Emergency  Medical  Services  for  Children  (EMS-C)  10 

Ryan  White  (Title  IV)  42 

National  Institute  for  Child  Health  and  Human  Development  775 

Abandoned  Infants  Assistance  Program  30 

Children  of  Substance  Abusers  Program  50 

Home  Visiting  for  At-Risk  Families  Program  30 

CONCLUSION 

NACHRI  appreciates  the  opportunity  to  testify  on  funding  priorities  for  key  ma- 
ternal and  ctuld  health  programs.  Please  call  upon  our  organization  for  further  in- 
formation. 

Senator  Murray.  Thank  you. 

Mr.  Crane,  we  will  go  back  to  you.  You  mentioned  that  at  least 
32  institutions  are  planning  to  launch  PA  programs.  Of  these,  how 
many  do  you  believe  will  not  go  forward  in  the  absence  of  Federal 
funding? 

Dr.  Crane.  That  is  a  hard  thing  to  answer,  depending  on  the 
availability  of  program  funding  at  a  State  level  or  private  sources. 

I  imagine  what  will  really  make  a  difference  more  than  the  num- 
ber of  programs  going  forward  are  the  emphases  of  the  programs 
that  do  go  forward,  and  it  is  here  where  the  marginal  dollars  pro- 
vided by  the  Federal  CJovemment  are  most  important,  particularly 
in  the  areas  I  mentioned,  minority  students  in  particular,  emphasis 
on  health  promotion,  disease  prevention,  work  in  primary  care 
areas.  This  is  where  Federal  dollars  have  a  very  big  impact  on  the 
direction  of  any  program  that  gets  started. 

Senator  Murray.  Thank  you. 

Ms.  Mann,  let  me  just  say  that  I  am  delighted  to  cosponsor  with 
your  Senator  a  resolution  to  make  the  last  week  of  May  pediatric 
and  adolescent  AIDS  awareness  week. 

I  have  to  tell  you,  as  a  mother  of  two  teenagers,  I  care  a  lot  about 
this  issue. 

Ms.  Mann.  Thank  you.  Senator. 

Senator  Murray.  Let  me  ask  you,  should  specific  funds  for  youth 
be  allocated  within  the  Ryan  White  Care  Act,  or  the  National  Insti- 
tutes of  Health  HIV  research? 

Ms.  Mann.  I  do  not  think  so.  I  think  earmarking  funds  for  par- 
ticular populations  or  infected  with  HIV  disease  is  not  generally  a 
good  idea.  However,  I  would  certainly  urge  the  committee  if  pos- 
sible in  report  language  to  emphasize  the  importance  of  this  popu- 
lation in  research  as  well  as  care. 
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I  think  that  there  is  a  difference  between  earmarking  dollars  and 
stating  the  interest  and  importance  of  teenagers  and  adolescents  as 
a  group,  who  have  in  large  measure  been  ignored  by  both  the  serv- 
ice world  as  well  as  the  research  world. 

I  think,  though,  earmarking  dollars  gets  you  down  the  beginning 
of  kind  of  a  slippery  slope  in  picking  out  a  particular  population, 
but  I  do  think  it  would  be  extremely  helpful  for  those  of  us  in  the 
program.  We  have  50  adolescents  in  our  program  in  Philadelphia. 
There  are  100  adolescents  in  the  program  at  Fort  Lauderdale.  I 
have  no  dollars  available  to  do  a  program  for  them,  nothing  special. 

Where  we  are  in  adolescents  now  is  where  we  were  5  years  ago 
with  women  and  children,  and  we  have  no  dollars  to  really  expand 
or  put  a  program  in  place.  A  message  from  the  Congress  to  the  ad- 
ministration that  adolescents  are  a  priority  for  you  would  be  ex- 
tremely helpful  both  on  the  research  side  and  the  service  side. 

Thank  you. 

Senator  Murray.  Thank  you. 

Ms.  Greene,  what  do  you  think  of  the  President's  proposal  to 
combine  over  25  categorical  health  profession  programs  into  5  con- 
solidated grant  programs,  including  one  for  nursing? 

Ms.  Greene.  Well,  we  are  concerned  about  that,  putting  in  bloc 
grants.  That  is  why  we  did  actually  request  the  current  form  of  $20 
million  solely  for  nurse  practitioners,  nurse  midwives,  because  we 
do  not  know  how  the  dollars  will  fall  out. 

We  strongly  support  primary  care  and  would  hope  that  everyone 
in  the  primary  care  initiative  would  receive  the  moneys  they  need, 
but  realize  in  this  day  of  cuts  that  that  probably  will  not  be  true, 
so  we  are  concerned.  We  have  not  seen  the  bill  yet,  so  we  would 
have  to  wait  for  comment. 

Senator  Murray.  And  we  will  look  forward  to  that. 

Mr.  McAndrews,  you  have  asked  for  funding  increases  in  10  pro- 
grams. Since  we  do  have  tight  budget  times,  can  you  give  me  your 
top  three  priorities  for  increases? 

Mr.  McAndrews.  I  think  immunizations,  because  of  the  impact 
on  prevention,  would  be  No.  1.  No.  2,  we  would  look  for  funding 
for  AIDS,  and  No.  3,  I  think  for  the  longer  term  we  would  like  to 
see  increased  funding  for  research. 

SUBCOMMITTEE  RECESS 

Senator  Murray.  Thank  you.  That  is  very  helpful. 

That  concludes  the  testimony  from  this  panel  and  from  this  hear- 
ing. The  subcommittee  will  stand  in  recess  until  9:30  a.m.,  Friday, 
March  4,  when  we  will  meet  in  SD-192  to  hear  testimony  from  ad- 
ditional witnesses. 

[Whereupon,  at  3  p.m.,  Thursday,  March  3,  the  subcommittee 
was  recessed,  to  reconvene  at  9:30  a.m.,  Friday,  March  4.] 
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RELATED  AGENCIES  APPROPRIATIONS  FOR 
FISCAL  YEAR  1995 


FRroAY,  MARCH  4,  1994 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 
The  subcommittee  met  at  9:35  a.m.,  in  room  SD-192,  Dirksen 
Senate  Office  Building,  Hon.  Harry  Reid  presiding. 
Present:  Senator  Reid. 

NONDEPARTMENTAL  WITNESSES 

opening  remarks  of  senator  reid 

Senator  Reid.  The  subcommittee  will  come  to  order.  Good  morn- 
ing. Welcome  to  the  Senate  Labor,  Health  and  Human  Services. 

Today  will  end  a  series  of  six  hearings  where  we  have  heard  tes- 
timony from  150  public  witnesses.  This  year  the  subcommittee  re- 
ceived 263  letters  from  organizations  requesting  to  testify.  Due  to 
time  limitations,  we  could  accommodate  150  organizations.  I  regret 
that  we  cannot  hear  everyone,  but  those  organizations  who  did  not 
make  the  cutoff  will  have  their  statements,  if  they  wish,  published 
in  the  hearing  record.  Today,  we  will  hear  from  a  number  of  orga- 
nizations interested  in  programs  funded  by  the  National  Institutes 
of  Health,  Centers  for  Disease  Control,  and  the  Health  Resources 
Service  Administration. 

Before  beginning  today's  hearing,  let  me  briefly  discuss  budget 
constraints  facing  the  subcommittee  as  we  prepare  to  mark  up  the 
fiscal  year  1995  budget.  First,  let  us  look  at  the  overall  numbers 
for  discretionary  spending,  as  illustrated  on  the  two  charts  to  my 
left.  The  Reconciliation  Act  of  1993  essentially  freezes  discretionary 
outlays  over  the  next  5  years.  Fiscal  year  1995  outlays,  which  is 
$541.3  billion,  are  actually  less  than  total  outlays  for  fiscal  year 
1994,  which  was  $547.5  billion. 

As  a  result,  we  are  in  a  zero  sum  situation.  The  math,  ladies  and 
gentlemen,  is  very  simple.  For  every  dollar  increase,  we  will  have 
to  have  a  dollar  cut  someplace  else.  And  remember,  we  cannot  cut 
in  other  budgets.  We  are  stuck  finding  cuts  from  within  our  own 
subcommittee. 

The  Labor-HHS  subcommittee  in  particular  faces  a  serious  out- 
lay crisis.  For  example,  the  President's  budget  includes  $730  mil- 
lion for  the  low-income  home  energy  assistance  problem,  a  $707 
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million  or  a  50-percent  decrease  from  last  year.  Restoring  the  cut 
in  this  program  would  require  $650  million  in  outlays.  Further 
squeezing  outlays  is  an  administration  proposal  to  delay  approxi- 
mately $300  million  in  obligations  in  the  Department  of  Health  and 
Human  Services'  budget. 

I  hope  the  testimony  that  will  be  presented  to  the  subcommittee 
today  will  help  the  subcommittee  make  some  very  difficult  deci- 
sions. We  apologize,  but  the  fact  is,  as  we  have  indicated,  we  have 
150  organizations  from  which  to  take  testimony,  and  we  will  have 
to  limit  the  testimony  to  3  minutes.  In  an  effort  to  be  fair  to  every- 
one, especially  those  in  the  later  parts  of  the  day,  we  are  going  to 
make  sure  that  those  earlier  in  the  day  have  the  same  amount  of 
time  to  testify  as  those  later  in  the  day. 

As  you  know,  human  nature  is  such  you  are  not  in  as  big  a  rush 
earlier  in  the  day  as  later  in  the  day,  and  so,  in  short,  we  are  going 
to  have  this  red  light-green  light  situation  to  help  everyone  keep 
on  time.  When  the  yellow  light  goes  on,  that  means  you  have  1 
minute  remaining.  When  the  red  light  goes  on,  you  need  to  com- 
plete your  statement.  As  I  indicated,  this  system  will  ensure  that 
everyone  gets  a  fair  and  equal  chance  to  address  the  subcommittee. 

In  the  interest  of  time,  I  will  request  that  several  witnesses  come 
to  the  table  at  the  same  time.  We  are  going  to  have  panels  of  wit- 
nesses. When  we  complete  one  panel,  then  I  will  ask  questions  of 
the  various  witnesses. 

STATEMENT  OF  TERRY-JOE  MYERS,  INTERSTITIAL  CYSTITIS  ASSOCIA- 
TION 

Senator  Reid.  Our  first  panel  is  Terry-Jo  Myers,  representing  the 
Interstitial  Cystitis  Association — ^Terry  is  also  a  professional  golfer; 
Nancy  Norton,  representing  the  Digestive  Disease  National  Coali- 
tion; Dr.  Craig  Langman,  representing  the  Intersociety  Council — it 
is  easy,  I  thought  it  was  harder  to  say  than  that — Intersociety 
Council;  and  Thelma  Thiel,  representing  the  NIDDK  Coalition.  We 
will  begin  first  with  Terry-Jo  Myers.  Would  you  please  proceed. 

Ms.  Myers.  Thank  you. 

Honorable  chairman  and  members  of  the  committee,  thank  you 
for  giving  me  this  opportunity 

Senator  Reid.  Terry,  excuse  me  1  second.  Would  the  other  wit- 
nesses in  this  panel  come  forward,  Nancy  Norton,  Dr.  Craig 
Langman,  and  Thelma  Thiel. 

Please  proceed. 

Ms.  Myers.  Thank  you  for  giving  me  this  opportunity  to  appear 
before  you  today  to  tell  you  about  interstitial  cystitis  and  to  ask 
your  help  in  funding  research  to  find  a  cure  for  this  painful,  debili- 
tating disease.  My  name  is  Terry-Jo  Myers.  I  am  a  professional 
golfer  completing  my  ninth  year  on  the  LPGA  tour.  I  also  have  in- 
terstitial cystitis.  My  pursuit  of  many  dreams  have  been  dramati- 
cally afiiected  due  to  the  experience  of  IC.  Today,  I  am  here  rep- 
resenting those  who  are  too  ill  to  leave  their  homes. 

Interstitial  cystitis  is  a  chronic  inflammatory  condition.  Its  cause 
is  unknown  and  at  present  there  is  uniformly  reliable  treatment. 
The  pain  is  severe  and  unrelenting,  and  I  can  best  describe  my  IC 
pain  as  having  100  paper  cuts  covering  my  bladder  wall. 
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I  was  diagnosed  shortly  after  I  developed  IC  sjrmptoms  when  I 
was  21  years  old,  but  I  was  told  that  nothing  could  be  done  and 
I  would  just  have  to  live  with  the  pain,  and  that  is  a  prescription 
that  far  too  many  IC  patients  still  receive.  Every  step  I  took  was 
painful,  and  for  a  tour  player  it  was  quite  a  disaster.  I  had  to  uri- 
nate roughly  50  times  a  day,  including  10  to  20  times  a  night.  I 
played  in  nonstop  pain  and  had  constant  anxiety  about  being  able 
to  make  it  to  the  next  bathroom. 

Travel  is  especially  difficult  for  many  IC  people.  I  arrived  at 
tournaments  exhausted,  and  while  my  competitors  were  practicing 
I  was  often  forced  to  remain  in  the  locker  room.  LPGA  rules  pro- 
hibit players  from  leaving  the  course  for  any  reason,  I  had  to  drop 
out  and  withdraw  from  tournaments  in  the  middle  of  a  round  be- 
cause I  needed  to  go  to  the  bathroom.  In  1988  I  won  the  Mayflower 
Classic,  but  I  attribute  much  of  that  win  to  the  fact  that  there  were 
two  rain  delays  in  the  final  round  which  enabled  me  to  go  to  the 
bathroom  and  continue  playing  and  win  the  tournament. 

There  is  enormous  shame  attached  to  IC  and  the  stress  of  hiding 
the  disease  is  as  bad  as  the  pain.  In  tournaments  after  I  was  forced 
to  withdraw,  I  faked  injuries  rather  than  admit  that  I  had  to  go 
to  the  bathroom.  I  now  regret  living  all  those  years  in  silence.  Had 
I  been  more  outspoken  about  my  problem,  I  believe  I  would  have 
received  help  sooner. 

Although  I  have  had  IC  for  10  years,  it  is  only  1  year  ago  that 
I  was  able  to  find  a  doctor  to  help  me.  Not  all  IC  patients  can  say 
the  same.  IC  is  a  bladder  disease  which  continues  to  be  ignored  by 
members  of  the  medical  community.  It  is  a  disease  which  affects 
mostly  women,  and  it  is  a  fact  that  the  field  of  urology,  including 
urological  research,  has  historically  focused  much  of  its  attention 
on  male  urological  problems. 

An  epidemiological  study  sponsored  by  the  Urban  Institute  found 
that  an  estimated  450,000  people  in  the  United  States  may  suffer 
from  IC,  and  that  the  economic  impact  of  the  disease  is  as  high  as 
$1.7  billion  per  annum. 

The  Interstitial  Cystitis  Association  and  all  IC  patients  are 
grateful  to  all  members  of  this  subcommittee,  and  in  particularly 
to  Senator  Reid  for  his  ongoing  and  unwavering  support  of  IC  re- 
search. Without  your  help,  we  would  be  nowhere  in  our  struggle. 
It  is  because  of  your  commitment  that  we  are  beginning  to  see 
some  progress. 

In  conclusion,  I  respectfully  ask  that  the  momentum  continue  in 
the  IC  research  initiative  started  by  this  subcommittee  and,  one, 
that  at  least  $4  million  in  additional  funds  be  provided  to  the  urol- 
ogy program  of  the  NIDDK  in  fiscal  year  1995  specifically  to  sup- 
port further  IC  research;  two,  that  the  NIDDK  issue  an  RFA  spe- 
cifically for  IC  in  fiscal  year  1995  and  designate  funds  for  that  pur- 
pose; and  last,  that  the  NIH  establish  at  least  four  urology  study 
sections,  one  of  which  would  review  female  urology  grants,  includ- 
ing IC. 

PREPARED  STATEMENT 

Our  need  is  great,  but  we  are  confident  that  with  your  help  and 
with  adequate  funding  for  IC  research  through  the  NIDDK,  the  re- 
sults will  be  no  less  than  miraculous.  As  a  victim  of  IC,  I  know 
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what  it  is  like  to  endure  chronic  unrelenting  pain.  Please  help  us 
to  continue  our  research  and  find  a  cure  for  IC  and  end  the  suffer- 
ing. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Terry-Jo  Myers 

Thank  you  for  giving  me  the  opportunity  to  appear  before  you  today  to  tell  you 
about  interstitial  cystitis  and  to  ask  your  help  in  funding  research  to  find  a  cure 
for  this  painful,  debilitating  disease.  My  name  is  Terry-Jo  Myers.  I  am  a  profes- 
sional golfer  completing  my  9th  year  on  the  LPGA  tour.  I  also  have  interstitial  cysti- 
tis. While  I  appear  here  today  as  a  seemingly  healthy  person,  that  is  because  the 
effects  of  interstitial  cystitis  are  not  visible  to  others.  My  work,  my  family  life,  my 
social  life,  and  my  pursuit  of  many  dreams  have  all  been  dramatically  affected  due 
to  the  experience  oi  IC.  Today  I  represent  those  who  are  too  ill  to  leave  their  homes. 

Interstitial  cystitis  is  a  chronic  inflammatory  condition.  Its  cause  is  unknown  and 
at  present,  there  is  no  uniformly  reliable  treatment.  The  symptoms,  which  can  be 
severe  and  unrelenting,  include  urgency  and  frequency  of  urination — up  to  60  or 
more  times  in  24  hours;  and  pain  in  the  bladder  which  IC  patients  have  described 
as  burning,  like  "electric  shocks,"  or  as  being  so  severe  that  it  feels  like  "razor 
blades  in  tne  bladder." 

I  was  diagnosed  shortly  after  I  developed  IC  s3rmptoms  when  I  was  21  years  old, 
but  I  was  told  that  nothing  could  be  done  and  I  would  just  have  to  learn  to  live 
with  the  pain — a  prescription  that  far  too  many  IC  patients  still  receive.  I  had  24- 
hour-a-day  non-stop  pain  every  day.  Every  step  I  took  was  painful,  and  for  someone 
who  has  to  walk  as  much  a  golfer  does,  it  was  a  disaster.  I  had  pain  all  across  my 
abdomen  and  it  even  hurt  to  crouch  down  to  line  up  a  putt.  I  had  to  urinate  roughly 
50  times  a  day,  including  10  to  20  times  at  night,  and  have  not  had  a  good  night's 
sleep  in  ten  years.  I  played  in  non-stop  pain  and  had  constant  anxiety  about  where 
the  next  bathroom  was. 

The  vibrations  made  by  cars  and  trains  often  cause  IC  symptoms  to  flare  and 
many  IC  patients  are  unable  to  travel  for  this  reason.  Women  on  the  LPGA  tour 
travel  25  to  28  weeks  a  year  and  that  was  an  absolute  nightmare  for  me.  Just  driv- 
ing to  a  tournament  in  a  nearby  town  could  be  exhausting.  Once,  driving  from  Ft. 
Myers,  Florida,  where  I  live,  to  Palm  Beach  for  a  tournament,  I  stopped  nine  times 
to  go  to  the  bathroom.  Because  the  pain  was  so  intense,  I  often  arrived  at  a  tour- 
nament in  tears,  but  felt  obligated  to  put  on  a  happy  face  for  my  hosts.  When  the 
pain  was  unendurable,  I  dropped  out  of  the  game,  but  I  was  too  ashamed  to  say 
why.  I  generally  lied,  saying  I  had  hurt  my  back,  or  sprained  my  wrist  or  ankle. 

There  is  enormous  shame  attached  to  IC  as  well  as  to  other  bladder  ailments,  and 
because  of  this,  patients  live  in  isolation.  It  was  only  last  fall  that  I  decided  to  go 
pubUc  with  the  disease  and  how  it  has  affected  my  life  and  career.  I  regret  living 
all  of  those  years  hiding  my  disease  and  only  now  realize  how  much  stress  my  si- 
lence put  me  under.  Had  I  been  more  outspoken  about  my  problem,  I  believe  I 
would  have  gotten  help  sooner.  I'm  sure  my  golf  game  would  be  better  as  well. 
While  my  competitors  were  practicing  their  tee  shots,  I  was  in  the  bathroom  and 
worried  about  where  the  portable  toilets  were  located.  I  won  the  Southwest  Florida 
Junior  Gold  Association  Championship  five  times  and  was  the  Southwest  Florida 
Women's  Amateur  Champion  in  1983.  Last  year,  the  first  year  in  which  my  S5mip- 
toms  were  under  control,  I  finished  91st  in  LPGA  earnings,  but  with  my  experience 
and  training,  I  should  have  finished  in  the  top  third  of  women  on  the  tour. 

A  year  ago,  I  found  a  doctor  who  was  knowledgeable  about  IC.  He  gave  me  a  vari- 
ety of  medications  and  put  me  on  a  very  strict  diet.  These  have  helped  control  the 
symptoms,  but  they  do  nothing  to  address  the  underlying  disease.  I  have  no  idea 
how  long  it  will  be  before  I  am  in  the  same  excruciating  pain  again. 

All  of  the  years  that  I  did  not  tell  anybody  that  I  had  IC,  my  husband  was  my 
only  support.  He  is  a  paramedic,  and  is  used  to  dealing  with  stress  and  trauma, 
and  was  wonderfully  understanding  when  I  was  sick  or  exhausted.  I  am  sure  that 
if  I  had  not  had  such  an  understanding  spouse,  my  married  life  would  have  been 
a  disaster.  We  are  fortunate  in  having  a  four-year  old  daughter.  When  she  was 
younger,  she  would  beg  to  be  taken  to  the  park,  but  I  was  fi-equently  too  tired.  She 
loves  kids'  movies,  but  I  often  did  not  take  her  because  I  could  not  face  dragging 
her  back  and  forth  to  the  bathroom  with  me  every  15  or  20  minutes  during  the 
movie. 

Having  to  lie  about  why  I  was  always  in  the  bathroom  finally  got  to  me  and  I 
decided  to  go  public  about  my  disease.  I  felt  I  owed  it  to  my  family  and  fiiends,  golf 
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fans  and  my  colleagues  on  the  LPGA  tour,  as  well  as  to  other  people  with  this  de- 
bilitating disease. 

Interstitial  cystitis  is  a  bladder  disease  which  continues  to  be  ignored  by  many 
members  of  the  medical  community.  It  is  a  disease  which  affects  mostly  women  and 
it  is  a  fact  that  the  field  of  urology  which  includes  urological  research,  has  histori- 
cally focused  most  of  its  attention  on  male  urological  problems.  An  epidemiological 
study  sponsored  by  the  Urban  Institute  found  that  an  estimated  450,000  people  in 
the  U.S.  may  suffer  from  IC  and  that  the  economic  impact  of  the  disease  is  as  high 
as  $1.7  billion  per  annum. 

It  also  revealed  that  it  took  IC  patients  an  average  of  4V4  years  and  5  doctors 
to  obtain  a  correct  diagnosis  of  their  condition.  Unfortunately,  many  women  with 
the  disease  are  still  being  told  that  their  pain  is  "all  in  their  head"  and  are  not 
being  tested  for  IC.  The  study  revealed  that  IC  victims  have  thoughts  of  suicide  3 
to  4  times  as  often  as  the  general  population;  60  percent  of  IC  patients  experience 
pain  with  intercourse.  The  medium  age  of  onset  is  40  years  of  age  with  25  percent 
under  the  age  of  30.  There  is  no  cure  for  interstitial  cystitis  and  one  quarter  of  IC 
patients  receive  no  relief  from  any  individual  treatment. 

We  are  so  grateful  to  all  Members  of  this  Subcommittee  for  last  year's  Report 
which  encouraged  the  support  of  IC  research  through  the  NIDDK  and  for  their  solic- 
itation of  IC  research  through  the  RFA  process.  Through  your  continued  support, 
an  IC  research  initiative  has  gained  momentum.  For  this  reason,  we  strongly  urge 
you  to  again  support  an  RFA  specifically  for  IC  research  in  fiscal  year  1995  and  to 
encourage  the  NIDDK  to  expand  the  IC  research  program. 

Each  year  scientifically  meritorious  projects  on  IC  are  submitted  to  the  NIDDK 
in  increasing  numbers.  However,  many  of  these  fine  proposals  will  not  make  it 
through  the  peer  review  process  as  the  current  NIDDK  Study  Section  does  not  con- 
tain sufficient  representation  in  either  IC  or  Urology.  After  several  rejections  our 
researchers  become  increasingly  discouraged  and  stop  submitting  further  proposals. 
After  years  of  work  searching  out  interested  and  qualified  researchers  to  investigate 
IC,  we  cannot  afford  to  lose  them  due  to  lack  of  funding  and  an  inadequate  review 
process.  Thankfully,  in  your  report  last  year,  you  encouraged  the  NIH  to  look  into 
this  problem.  The  Subcommittee  Report  language  stated: 

"The  Committee  also  requests  that  the  NIH  strongly  consider  the  establishment 
of  at  least  four  urology  study  sections,  one  of  which  would  review  female  urology 
grants  including  IC,  and  requests  that  a  report  be  submitted  to  the  Committee  by 
March  1,  1994.  The  report  should  outline  the  progress  made  in  establishing  urology 
study  sections  or  in  alternative  measures  taken  to  resolve  the  problem  of  the  lack 
of  sufficient  urological  expertise  within  the  current  NIDDK  study  sections." 

At  the  date  by  which  we  had  to  submit  this  testimony  in  February,  this  serious 
problem  had  not  been  resolved.  We  are  hopeful  that  the  report  you  requested  will 
recommend  the  establishment  of  more  urology  study  sections  and  that  the  problem 
with  the  lack  of  urological  expertise  on  the  study  sections  of  the  NIDDK  will  be  rec- 
tified this  year. 

In  light  of  these  concerns,  we  respectfully  ask  that  the  momentum  continue  in  the 
IC  research  initiative  started  by  this  Subcommittee  and: 

1.  That  at  least  $4  million  in  additional  funds  be  provided  to  the  Urology  Program 
of  the  NIDDK  in  fiscal  year  1995  specifically  to  support  further  IC  research. 

2.  That  the  NIDDK  issue  an  RFA  specifically  for  IC  in  fiscal  year  1995  and  des- 
ignate funds  for  that  purpose. 

3.  That  the  NIH  establish  at  least  four  urology  study  sections,  one  of  which  would 
review  female  urology  grants  including  IC. 

Our  need  is  great.  But  we  are  confident  that  with  your  help  and  with  adequate 
funding  for  IC  research  through  NIDDK,  the  results  will  be  no  less  than  miraculous. 
As  a  victim  of  IC,  I  know  what  it  is  like  to  endure  chronic,  unrelenting  pain.  I  rep- 
resent those  who  are  too  ill  to  leave  their  homes,  and  who  cannot  be  here  with  us 
today.  Please  help  us  to  end  our  suffering.  Help  us  find  a  cure  for  interstitial  cysti- 
tis. Thank  you. 

STATEMENT  OF  NANCY  J.  NORTON,  DIGESTIVE  DISEASE  NATIONAL 
COALITION 

Senator  Reid.  Ms.  Norton,  please  proceed. 

Ms.  Norton.  Mr.  Chairman  and  members  of  the  subcommittee, 
thank  you  for  the  opportunity  to  appear  before  you  today  to  discuss 
the  Federal  Government's  support  for  digestive  disease  research 
conducted  from  the  National  Institute  of  Diabetes,  Digestive,  and 
Kidney  Diseases. 
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My  name  is  Nancy  Norton  and  I  am  the  director  and  founder  of 
the  International  Foundation  for  Bowel  Dysfunction.  I  am  pleased 
to  be  speaking  before  you  today  on  behalf  of  the  Digestive  IDisease 
National  Coalition.  Digestive  diseases  include  such  disorders  as 
gallstones,  ulcers,  inflammatory  bowel  disease,  colorectal  cancer 
and  other  cancers  of  the  digestive  tract,  cirrhosis  of  liver,  and  celiac 
sprue. 

Some  digestive  disorders  are  the  result  of  congenital  abnormali- 
ties. Each  year  an  estimated  $17  billion  is  spent  in  health  care 
costs  associated  with  digestive  diseases.  While  this  number  is  cer- 
tainly impressive,  it  is  not  possible  to  accurately  estimate  the  cost 
of  the  pain,  suffering,  and  frustration  which  the  digestive  disease 
patient  must  endure  during  their  lifetime. 

Mr.  Chairman,  thanks  to  support  provided  by  this  committee  in 
past  years,  the  NIDDK  has  been  able  to  make  important  advances 
in  the  understanding  and  treatment  of  digestive  diseases  and  im- 
prove the  quality  of  the  lives  of  many  digestive  disease  patients. 

One  digestive  disease  that  affects  the  health  of  millions  of  Ameri- 
cans is  irritable  bowel  syndrome.  It  is  one  of  the  most  common  GI 
disorders  seen  in  primary  care,  specialty  care,  and  in  the  general 
population.  In  a  recent  study  appearing  in  the  U.S.  Householder 
Survey  of  Functional  Gastrointestinal  Disorders,  irritable  bowel 
syndrome  accounted  for  10  percent  of  the  total  gastrointestinal  dis- 
orders population,  46  percent  of  which  required  supervision  of  a 
gastroenterologist. 

This  alone  resulted  in  millions  of  dollars  spent  on  health  care 
costs.  Functional  gastrointestinal  disorders  such  as  IBS  are  present 
in  all  ages,  sociodemographic  groups,  and  is  seen  in  both  sexes. 
However,  most  of  these  disorders,  including  IBS,  are  seen  more 
often  in  females.  This  finding  would  address  the  need  for  research 
related  to  the  women's  health  initiative.  Additionally,  individuals 
who  suffer  from  irritable  bowel  syndrome  will  miss  13.4  work  days 
annually,  as  opposed  to  the  4.9  national  average,  further  contribut- 
ing to  higher  health  care  costs  and  loss  in  productivity. 

Unfortunately,  IBS  is  a  disorder  that  can  severely  compromise 
one's  quality  of  life.  For  many,  the  fear  of  incontinence  leads  to  a 
life  of  isolation.  We  need  to  have  a  better  understanding  of  the 
mechanisms  of  functional  GI  disorders  to  provide  better  treatment 
options  for  the  millions  of  people  who  suffer  with  these  disorders 
on  a  daily  basis. 

Mr.  Chairman,  much  more  can  still  be  done  to  address  the  needs 
of  the  nearly  35  million  Americans  suffering  from  digestive  dis- 
eases such  as  IBS.  In  order  to  allow  the  NIDDK  to  continue  its  fine 
work  toward  alleviating  the  significant  personal  and  financial  bur- 
dens associated  with  the  digestive  diseases,  the  Digestive  Disease 
National  Coalition  recommends  that  a  funding  level  of  $798  million 
be  provided  for  the  NIDDK  in  fiscal  year  1995.  This  represents  an 
increase  of  approximately  $82  million  over  the  fiscal  year  1994  ap- 
propriation, and  an  increase  of  approximately  $66.5  million  over 
the  President's  fiscal  year  1995  budget  request. 

PREPARED  STATEMENT 

Mr.  Chairman  and  members  of  the  subcommittee,  we  understand 
the  difficult  budgetary  constraints  that  this  committee  is  operating 
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under  at  the  present  time.  We  hope  you  will  carefully  consider  the 
tremendous  benefits  to  be  gained  by  supporting  a  strong  research 
program  at  the  NIDDK. 

Mr.  Chairman,  on  behalf  of  the  millions  of  digestive  disease  suf- 
fers, we  appreciate  your  consideration  of  the  views  of  the  Digestive 
Disease  National  Coalition.  Thank  you. 

Senator  Reid.  Thank  you. 

[The  statement  follows:] 

Statement  of  Nancy  J.  Norton 

Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  the  opportunity 
to  appear  before  you  today  to  discuss  the  federal  government's  support  for  digestive 
disease  research  conducted  through  the  National  Institute  of  Diabetes,  Digestive 
and  Kidney  Diseases. 

My  name  is  Nancy  J.  Norton,  and  I  am  the  Director  and  Founder  of  the  Inter- 
national Foundation  for  Bowel  Dysfunction  (IFBD).  I  am  pleased  to  be  speaking  be- 
fore you  today  on  behalf  of  the  Digestive  Disease  National  Coalition.  The  DDNC  is 
comprised  of  twenty-two  voluntary  and  professional  organizations  concerned  with 
the  various  diseases  of  the  digestive  tract.  The  goal  of  the  Coalition  is  to  improve 
the  health  of  the  over  35  million  Americans  who  suffer  from  one  of  the  many  condi- 
tions, both  acute  and  chronic,  which  affect  the  digestive  tract.  Digestive  diseases  in- 
clude such  disorders  as  gallstones,  ulcers,  inflammatory  bowel  disease,  colorectal 
cancer  and  other  cancers  of  the  digestive  tract,  cirrhosis  of  the  Uver,  and  celiac 
sprue.  Some  digestive  disorders  are  the  result  of  congenital  abnormalities.  Each 
year,  an  estimated  $17  billion  is  spent  in  health  care  costs  associated  with  digestive 
diseases.  While  this  number  is  certainly  impressive,  it  is  not  possible  to  accurately 
estimate  the  cost  of  the  pain,  suffering,  and  frustration  which  the  digestive  disease 
patient  must  endure  during  their  lifetime. 

Mr.  Chairman,  thanks  to  support  provided  by  this  committee  in  past  years,  the 
NIDDK  has  been  able  to  make  important  advances  in  the  understanding  and  treat- 
ment of  digestive  diseases  and  improve  the  quality  of  the  lives  of  many  digestive 
disease  patients. 

irritable  bowl  syndrome 

One  digestive  disease  that  affects  the  health  of  millions  of  Americans  is  Irritable 
Bowel  Syndrome.  It  is  one  of  the  most  common  GI  disorders  seen  in  primary  care 
specialty  care  and  in  the  general  population.  In  a  recent  study,  appearing  in  U.S. 
Householder  Survey  of  Functional  Gastrointestinal  Disorders:  Prevalence, 
Sociodemography,  and  Health  Impact,  irritable  bowel  syndrome  accounted  for  10 
percent  of  the  total  gastrointestinal  disorders  population,  with  46  percent  of  which 
required  supervision  of  a  gastroenterologist.  This  alone  resulted  in  millions  of  dol- 
lars spent  on  health  care  costs.  Functional  gastrointestinal  disorders  such  as  Irrita- 
ble Bowel  Syndrome,  are  present  in  all  ages  and  sociodemographic  groups,  and  is 
seen  in  both  sexes.  However,  most  of  these  disorders,  including  Irritable  Bowel  Syn- 
drome are  seen  more  often  in  females.  This  finding  would  address  the  need  for  re- 
search related  to  the  Women's  Health  Initiative.  These  disorders  are  more  common 
in  females  than  in  other  medical  diseases  such  as  cardiac  disease,  lung  disease  and 
most  forms  of  cancer.  Additionally,  individuals  who  suffer  from  Irritable  Bowel  Syn- 
drome will  miss  13.4  work  days  as  opposed  to  the  4.9  national  average,  further  con- 
tributing to  higher  health  care  costs  and  loss  in  productivity. 

Mr.  Chairman,  much  more  can  still  be  done  to  address  the  needs  of  the  nearly 
35  million  Americans  suffering  from  digestive  diseases  such  as  IBS.  In  addition  to 
IBS  there  are  other  disorders  I  would  like  to  bring  to  your  attention.  Recent  sci- 
entific research  supported  by  the  NIDDK  has  focused  on  molecular  genetics,  or  look- 
ing for  the  gene  responsible  for:  such  diseases  as  Wilson's  disease,  hemochromatosis, 
and  colorectal  cancer.  Further  research  concerning  the  helicobacter  pylori  bac- 
terium, inflammatory  bowel  disease,  and  liver  disease  remain  high  priorities  for  the 
NIDDK.  The  DDNC  has  identified  several  areas  of  NIDDK  research  which  have 
shown  promising  results  and  warrant  continued  attention  from  Congress: 

MOLECULAR  GENETICS 

Researchers  at  the  NIDDK  are  currently  looking  for  the  gene  responsible  for  Wil- 
son's disease,  hemochromatosis,  and  colorectal  cancer.  Wilson's  disease  and 
hemochromatosis  are  responsible  for  thousands  of  cases  of  end-stage  liver  disease 
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each  year.  Colorectal  cancer  accounts  for  approximately  150,000  deaths  and  is  the 
second  leading  cause  of  cancer  death.  Researchers  believe  that  if  genes  could  be  ac- 
curately identified  that  £ire  inherent  to  these  diseases,  they  could  be  routinely 
screened  in  individuals  throughout  the  population.  Once  the  gene  was  identified  as 
existing  in  a  particular  individual,  treatment  could  begin  on  that  patient's  liver  im- 
mediately, before  any  permanent  injury  could  occur,  or  preventive  treatment  of  their 
colon  could  begin  before  they  developed  cancer.  Early  detection  of  colon  cancer  has 
a  successfiil  treatment  rate  approaching  90  percent.  Therefore,  identification  of  ge- 
netic codes  of  digestive  diseases  could  lead  to  the  prevention  of  liver  disease  and 
colorectal  cancer,  thereby  saving  hundreds  of  thousands  of  lives  and  millions  of  dol- 
lars which  would  have  been  spent  on  other  treatments. 

HELICOBACTER  PYLORI  RESEARCH 

Helicobacter  pylori  is  a  bacterium  which  causes  an  infection  in  the  stomach.  Al- 
though this  bacterium  resides  in  millions  of  Americans,  only  when  triggered  does 
helicobacter  pylori  cause  ulcers.  The  bacterium,  when  triggered,  stimulates  the  over 
production  oi  stomach  acid,  thus  leading  to  the  eating  away  of  the  stomach's  sen- 
sitive inner  lining  and  conseq^uently,  providing  an  environment  for  ulcers  to  form. 
A  recent  NIDDK-sponsored  clinical  trial  compared  the  standard  therapy  for  peptic 
ulcer  disease  to  treatment  that  included  the  bacterium.  Patients  receiving  standard 
drug  therapy  combined  with  antibiotic  therapy  to  eradicate  the  bacterium  had  more 
rapid  and  complete  healing  of  ulcers.  More  importantly,  eradication  of  the  bacterial 
infection  prevents  recurrence  of  ulcer  disease  in  the  majority  of  these  patients, 
which  could  save  an  estimated  $760  million  in  annual  health  care  costs.  Additional 
research  is  now  needed:  to  discover  the  importance  of  H.  Pylori  in  the  natural  his- 
tory of  peptic  ulcer  disease;  to  determine  whether  all  patients  with  peptic  ulcer  dis- 
ease should  be  evaluated  routinely;  and  treated;  to  determine  mode  of  transmission 
of  the  organism;  and  to  determine  its  association  with  gastric  cancer  and  non-ulcer 
dyspepsia. 

INFLAMMATORY  BOWEL  DISEASE  RESEARCH 

Inflammatory  bowel  disease  (IBD)  is  an  immune-mediated  disease,  and  is  not  un- 
like rheumatoid  arthritis  and  lupus  in  that  the  cause  of  the  disease  is  unknown. 
Whether  a  specific  infection  is  a  causative  factor  is  still  unanswerable.  However,  it 
is  generally  accepted  that  the  two  major  inflammatory  bowel  diseases  (Crohn's  dis- 
ease and  ulcerative  colitis)  are  fundamentally  genetic  diseases  with  complex  non- 
Mendelian  patterns  of  inheritance.  Researchers  have  hypothesized  that  IBD  may 
possibly  be  triggered  by  the  over-production  or  underproduction  of  a  particular  sub- 
stance due  to  a  genetic  abnormality.  IBD  is  not  necessarily  life  threatening,  but  it 
does  change  the  patient's  life  and  is  usually  a  major  burden,  causing  chronic  diar- 
rhea and  intestinal  discomfort.  The  tjT)ical  patient  is  likely  to  undergo  several  sur- 
geries during  his  or  her  lifetime  in  an  effort  to  alleviate  these  symptoms.  Current 
research  at  NIDDK  is  focused  on  discovering  the  cause  of  the  diseases.  While  it  is 
high-risk,  long-term  research  into  the  human  immune  system,  researchers  have 
yielded  promising  results.  For  example,  several  animal  models  have  been  identified 
that  apparently  suffer  from  a  form  of  IBD.  This  discovery  has  encouraged  scientists 
because  they  can  now  manipulate  the  disease  in  these  models.  By  continuing  to  in- 
crease the  federal  government's  commitment  to  IBD  research.  Congress  has  assured 
that  this  important  long-term  research  will  continue. 

LIVER  DISEASE  RESEARCH 

The  identification  of  thousands  of  victims  of  hepatitis  C  over  the  past  two  years 
highlights  the  need  for  increased  research  efforts  to  find  effective  treatments  and 
more  specifically  to  conduct  studies  to  ascertain  which  patients  will  benefit  by  being 
treated  with  interferon,  the  only  approved  therapy  available.  The  shortage  of  organs 
for  liver  transplants,  currently  the  only  treatment  for  many  liver  diseases,  stresses 
the  need  to  improve  liver  assist  mechanisms  to  "buy  time"  to  find  acceptable  organs 
for  transplants  and  to  enable  physicians  to  stabilize  patients  prior  to  transplan- 
tation. For  the  first  time  we  have  a  policy  supported  Isy  a  recommendation  made 
by  the  Centers  for  Disease  Control  to  prevent  a  devastating  liver  disease  hepatitis 
B  through  vaccination.  This  major  medical  breakthrough  made  possible  through  re- 
search is  saving  lives  and  ensuring  a  healthier  future  for  thousands  of  otherwise 
potential  victims.  The  cost  benefit  can  be  significantly  less  and  more  effective  man- 
agement of  liver  diseases  can  be  found  through  continued  research. 

In  order  to  allow  the  NIDDK  to  continue  its  fine  work  towards  alleviating  the  sig- 
nificant personal  and  financial  burdens  associated  with  digestive  diseases,  the  Di- 
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gestive  Disease  National  Coalition  recommends  that  a  funding  level  of  $798,000,000 
be  provided  for  the  NIDDK  in  fiscal  year  1995.  This  represents  an  increase  of  ap- 
proximately $82  million  over  the  fiscal  year  1994  appropriation,  and  an  increase  of 
approximately  $66.5  million  over  the  President's  fiscal  year  1995  Budget  Request. 
Mr.  Chairman  and  members  of  the  subcommittee,  we  understand  the  difficult  budg- 
etary constraints  that  this  committee  is  operating  under  at  the  present  time.  We 
hope  you  will  carefully  consider  the  tremendous  benefits  to  be  gained  by  supporting 
a  strong  research  program  at  the  NIDDK. 

In  addition  to  continuing  previously  mentioned  digestive  disease  research,  these 
additional  funds  would  ensure  that  the  NIDDK  has  the  resources  necessary  to  sup- 
port other  basic  and  clinical  research,  the  training  of  basic  and  clinical  digestive  dis- 
ease researchers,  digestive  disease  research  centers  and  mechanisms  for  stimulating 
clinical  research  proposals. 

Mr.  Chairman,  on  behalf  of  the  millions  of  digestive  disease  sufferers,  we  appre- 
ciate your  consideration  of  the  views  of  the  Digestive  Disease  National  Coalition. 

STATEMENT  OF  CRAIG  LANGMAN,  M.D.,  INTERSOCIETY  COUNCIL  FOR 
RESEARCH  OF  THE  KIDNEY  AND  URINARY  TRACT 

Senator  Reid.  Dr.  Langman  please  proceed. 

Dr.  Langman.  Mr.  Chairman  and  members  of  the  subcommittee, 
I  am  Craig  Langman,  M.D.,  secretary/treasurer  of  the  Intersociety 
Council  for  Research  of  the  Kidney  and  Urinary  Tract,  and  tenured 
professor  of  pediatrics  at  Northwestern  University.  I  am  here  be- 
fore this  subcommittee  representing  the  Intersociety  Council  for 
Research  of  Kidney  and  Urinary  Tract.  This  council  is  made  of  rep- 
resentatives of  12  societies,  associations,  or  foundations  deeply  in- 
terested in  the  broad  field  of  kidney  and  urologic  diseases.  To- 
gether, the  members  of  the  council  represent  over  12,000  lay  and 
professional  individuals.  I  will  today  once  again  ask  your  help  in 
resolving  deeply  troubling  issues  relating  to  the  support  of  research 
into  disorders  which  affect  a  large  and  growing  number  of  Amer- 
ican citizens. 

While  Congress  has  in  the  past  been  generous  and  supportive, 
with  each  passing  year  the  rising  coits  of  performing  scientific  re- 
search and  the  rapidly  expanding  opportunities  to  probe  more 
deeply  into  fundamental  roots  of  disease  has  led  to  a  growing  gap 
between  available  funds  and  meritorious  research  proposals.  In- 
deed, this  gap  continues  to  widen  and  has  now  reached  a  critical 
level. 

Much  emphasis  is  being  placed  appropriately  on  the  high  cost  of 
medical  care  in  this  country.  Patients  with  kidney  and  urologic  dis- 
eases account  for  over  $50  billion  of  annual  health  care  costs.  A 
considerable  portion  of  these  expenses  can  be  attributed  to  condi- 
tions for  which  there  has  been  no  basic  research  conducted  to  dis- 
cover more  effective  treatment  or,  better  still,  a  means  of  preven- 
tion. 

The  adage  of  an  ourxce  of  prevention  being  of  more  value  than  a 
pound  of  cure  was  never  truer  than  today.  The  greatest  potential 
for  reducing  these  costs  will  be  found  in  identifying  basic  mecha- 
nisms responsible  for  the  disease  and  devising  better  strategies  for 
treatment.  It  is  rare  in  medical  history  when  a  committee  has 
found  a  cure  for  disease.  Rather  it  has  been  also  exclusively  the  in- 
novative ideas  of  individual  investigators.  My  testimony  will  focus 
on  those  areas  which  hold  greatest  promise  for  benefit  to  humanity 
and  which  are  in  most  urgent  need  of  being  addressed  in  a  specific 
way.  Several  areas  seem  to  us  to  be  ripe  for  major  progress  or  to 
represent  areas  of  dangerous  ignorance. 
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This  year  I  will  request  that  all  new  funds  for  kidney  and  uro- 
logic  research  at  the  National  Institutes  of  Health,  Diabetes,  Diges- 
tive, and  Kidney  Diseases  be  dedicated  entirely  to  individually  ini- 
tiated research  by  principal  investigators  through  ROl  support. 
The  Intersociety  Council  is  well  aware  of  the  importance  of  center 
grants,  contract,  and  clinical  trial  support,  but  feel  the  highest  pri- 
ority in  these  tough  budget  times  has  to  be  directed  at  ROl's. 

There  is  a  widespread  profound  concern  in  the  kidney  and  urol- 
ogy community  that  we  may  lose  a  whole  generation  of  promising 
investigators  unless  additional  funds  are  made  available.  Our  con- 
cern goes  to  the  alarming  decrease  in  support  for  new  and  compet- 
ing grants.  The  estimated  decrease  in  this  category  for  fiscal  year 
1993  is  as  many  as  150. 

Mr.  Chairman,  the  areas  we  think  hold  the  greatest  research 
promise  for  individual  investigations  are  as  follows: 

Children  with  kidney  and  urologic  disease  represent  unique  and 
difficult  problems.  Nearly  80  percent  of  all  patients  on  chronic  dial- 
ysis have  kidney-related  disorders  which  are  either  hereditary, 
and,  therefore,  present  at  birth,  or  acquired  during  childhood. 
These  diseases  include  glomerulonephritis,  cystic  kidney  disease, 
hypertension,  and  diabetes  mellitus. 

Most  children  are  candidates  for  kidney  transplants,  sometimes 
instead  of  dialysis.  However,  children  respond  differently  and  reject 
a  transplanted  kidney  more  often  and  more  vigorously  than  do 
adults.  We  need  to  understand  the  reasons  for  these  differences. 
We  must  have  better  tools  for  the  early  detection  of  potentially 
treatable  diseases  in  children.  We  must  design  better  and  more  sci- 
entifically based  approaches  to  management. 

Clinical  research  is  a  key  to  progress  in  these  areas.  There  are 
good  research  ideas  and  applications  already  reviewed  at  NIH 
which  address  some  of  these  issues.  However,  clinical  research  is 
more  difficult  to  conduct  than  a  laboratory  experiment  and  is  more 
costly.  At  the  current  level  of  RO 1  funding,  it  is  unlikely  that  these 
investigator-initiated  projects  will  benefit  either  children  or  adults 
in  the  near  future. 

Prostatic  diseases,  including  benign  prostatic  hypertrophy  and 
prostatic  cancer,  are  rapidly  expanding  scourges,  in  part  because  of 
better  and  more  widely  applied  methods  of  detection.  For  example, 
last  year  over  350,000  operations  were  performed  for  benign  pros- 
tate hypertrophy.  Prostatic  cancer  has  become  the  leading  malig- 
nant disease  among  men,  and  is  more  common  among  African 
Americans.  Radical  surgery  for  prostate  cancer  has  grown  600  per- 
cent between  1987  and  1993. 

We  believe  that  we  must  advance  the  understanding  of  the 
causes  and  treatment  of  these  disorders,  and  that  we  must  follow 
the  important  leads  which  have  already  been  opened.  Disorders  of 
bladder  function  including  incontinence,  affecting  a  growing  num- 
ber of  our  population  and  disproportionately  involve  the  elderly,  at 
substantial  expense  and  needless  suffering.  Augmentation  of  re- 
search into  the  cause  and  correction  of  these  disorders  is  des- 
perately needed. 

Hereditary  kidney  disease,  polycystic  kidney,  looms  large  on  the 
horizon  since  we  are  so  tantalizingly  close  to  understanding 

Senator  Reid.  We  are  going  to  have  to  cut  you  off. 
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Dr.  Langman.  I  will  wrap  up  then. 
Senator  Reid.  OK. 

PREPARED  STATEMENT 

Dr.  Langman.  In  summary,  we  propose  that  you  give  consider- 
ation to  funding  ROl  support  for  the  following.  One,  research  for 
children  with  fidney  and  urologic  diseases,  including  glomerulo- 
nephritis, cystic  kidney  disease,  hypertension,  and  diabetes 
mellitus;  two,  research  into  prostatic  diseases;  three,  research  into 
hereditary  kidney  disease;  and  four,  research  into  the  short-  and 
long-term  outcome  of  patients  undergoing  treatment  by  dialysis 
and  transplantation. 

Thank  you  for  the  opportunity  to  present  our  recommendations. 

[The  statement  follows:] 

Statement  of  Crajg  Langman,  M.D. 

Mr.  Chairman  and  Members  of  the  subcommittee,  I  am  Craig  Langman,  M.D., 
Secretary/treasurer  of  the  Intersociety  Council  for  Research  of  the  Kidney  and  Uri- 
nary Tract  and  Professor  of  Pediatrics,  Acting  Division-Head  of  Nephrology  at  Chil- 
dren's Memorial  Hospital  in  Chicago.  I  am  here  before  this  subcommittee  represent- 
ing the  Intersociety  Council  for  Research  of  Kidney  and  Urinary  Tract.  This  Council 
is  made  up  of  representatives  of  twelve  societies,  associations  or  foundations  deeply 
interested  in  the  broad  field  of  kidney  and  urologic  diseases.  Together,  the  members 
of  the  Council  represent  over  12,000  lay  and  professional  individuals.  I  will  today 
once  again  seek  your  help  in  resolving  deeply  troubling  issues  relating  to  the  sup- 
port of  research  into  disorders  which  affect  a  large  and  growing  number  of  American 
citizens. 

While  Congress  has  in  the  past  been  generous  and  supportive,  with  each  passing 
year  the  rising  costs  of  performing  scientific  research  and  the  rapidly  expanding  op- 
portunities to  probe  more  deeply  into  fundamental  roots  of  disease  has  led  to  a 
growing  gap  between  available  funds  and  meritorious  research  proposals.  Indeed, 
this  gap  continues  to  widen  and  has  now  reached  a  critical  level.  Much  emphasis 
is  being  placed  appropriately  on  the  high  cost  of  medical  care  in  this  country.  Pa- 
tients with  kidney  and  urologic  diseases  account  for  over  $50  billion  of  annual 
health  care  costs.  A  considerable  portion  of  these  expenses  can  be  attributed  to  con- 
ditions for  which  there  has  been  no  basic  research  conducted  to  discover  more  effec- 
tive treatment  or,  better  still,  a  means  of  prevention.  The  adage  of  an  ounce  of  pre- 
vention being  of  more  value  than  a  pound  of  cure  was  never  truer  than  today.  The 
greatest  potential  for  reducing  these  costs  will  be  found  in  identifying  basic  mecha- 
nisms responsible  for  the  disease  and  devising  better  strategies  for  treatment.  It  is 
rare  in  medical  history  when  a  committee  has  found  a  cure  for  disease.  Rather,  it 
has  been  almost  exclusively  the  innovative  ideas  of  individual  investigators.  My  tes- 
timony will  focus  on  those  areas  which  hold  greatest  promise  for  benefit  to  human- 
ity and  which  are  in  most  urgent  need  of  being  addressed  in  a  specific  way.  Several 
areas  seem  to  us  to  be  ripe  for  major  progress  or  to  represent  areas  of  dangerous 
ignorance. 

This  year  I  will  request  that  all  new  funds  for  kidney  and  urologic  research  at 
the  National  Institute  of  Diabetes,  Digestive  and  Kidney  Diseases  (NIDDK)  be  dedi- 
cated entirely  to  individual  initiated  research  by  principal  investigators  through 
ROl  support.  The  Intersociety  Council  is  well  aware  of  the  importance  of  center 
grants,  contract  and  clinical  trial  support,  but  feel  the  highest  priority  in  these 
tough  budget  times  has  to  be  directed  at  ROl's.  There  is  a  widespread  profound  con- 
cern in  the  kidney  and  urology  community  that  we  may  lose  a  whole  generation  of 
promising  investigators  unless  additional  funds  are  made  available.  Our  concern 
goes  to  the  alarming  decrease  in  support  for  new  and  competing  grants.  The  esti- 
mated decrease  in  this  category  for  fiscal  year  1993  is  as  many  as  150. 

Mr.  Chairman,  the  areas  we  think  hold  the  greatest  research  promise  for  individ- 
ual investigation  are  as  follows: 

Children  with  kidney  and  urologic  disease  represent  unique  and  difficult  prob- 
lems. Nearlv  80  percent  of  all  patients  on  chronic  dialysis  have  kidney-related  dis- 
orders whicn  are  either  hereditary  and,  therefore,  present  at  birth  or  acquired  dur- 
ing childhood.  These  diseases  include  glomerulonephritis,  cystic  kidney  disease,  hy- 
pertension, and  diabetes  mellitus.  Most  children  are  candidates  for  kidney  trans- 
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plants — sometimes  instead  of  dialysis;  however,  children  respond  differently  and  re- 
ject a  transplanted  kidney  more  often  and  more  vigorously  tnan  do  adults.  We  need 
to  understand  the  reasons  for  these  differences,  we  must  have  better  tools  for  the 
early  detection  of  potentially  treatable  diseases  in  children  and  we  must  design  bet- 
ter and  more  scientifically  based  approaches  to  management.  Clinical  research  is  a 
key  to  progress  in  these  areas.  There  are  good  research  ideas  in  applications  already 
reviewed  at  N.I.H.  which  address  some  of  these  issues.  However,  clinical  research 
is  more  difficult  to  conduct  than  a  laboratory  experiment  and  is  more  costly.  At  the 
current  level  of  ROl  funding,  it  is  unlikely  that  these  investigator-initiated  projects 
will  benefit  either  children  or  adults  in  the  near  future. 

Prostatic  diseases,  including  benign  prostatic  hypertrophy  and  prostatic  cancer, 
are  rapidly  expanding  scourges  in  part  because  oi  better  and  more  widely  applied 
methods  of  detection.  For  example,  last  year  over  350,000  operations  were  per- 
formed for  benign  prostate  hypotrophy.  Prostatic  cancer  has  become  the  leading  ma- 
lignant disease  among  men  and  is  more  common  among  Afiican  Americans.  Radical 
surgery  for  prostate  cancer  has  grown  over  600  percent  between  1987  and  1993.  We 
believe  that  we  must  advance  the  understanding  of  the  causes  and  treatment  of 
these  disorders  and  that  we  must  follow  the  important  leads  which  have  already 
been  opened.  Disorders  of  bladder  function,  including  incontinence,  affect  a  growing 
number  of  our  population,  and  disproportionately  involve  the  elderly  at  substantim 
expense  and  needless  suffering.  Augmentation  of  research  into  the  cause  and  correc- 
tion of  these  disorders  is  desperately  needed. 

In  reference  to  chronic  kidney  disease  morbidity  mortality  trials,  we  are  indeed 
pleased  with  the  support  this  Committee  has  expressed  for  a  trial  of  morbidity  and 
mortality  in  patients  with  end-stage  kidney  diseases.  A  trial  has  been  designed  and 
pilot  studies  are  on-going  that  have  the  support  of  the  scientific  community.  Unfor- 
tunately, there  is  a  shortage  of  available  fiinds  to  properly  carry  out  this  important 
research.  There  is  a  need  for  1  miUion  additional  dollars  to  assure  that  the  multi- 
year  trial  is  appropriately  funded. 

Hereditary  ladney  disease,  such  as  polycystic  kidney  disease,  looms  large  on  the 
horizon  since  we  are  so  tantalizingly  close  to  understanding  in  molecular  detail  the 
true  mechanisms  of  disease.  If  these  advances  can  be  translated  into  new  ap- 
proaches for  early  identification  and  genetic  manipulation,  we  will  be  able  to  join 
our  colleagues  dealing  with  such  diseases  as  cystic  fibrosis  and  immune  deficiency 
disorders  in  paving  the  way  into  the  new  frontier  of  therapeutic  genetics. 

The  short  and  long-term  outcome  of  patients  undergoing  treatment  by  dialysis 
and  transplantation  is  a  vexing  problem.  While  we  can  be  justifiably  proud  of  the 
near  miraculous  transformation  of  medical  care  brought  about  by  these  modalities, 
we  are  humbled  by  the  fact  that  graft  survival  beyond  one  year  has  not  substan- 
tially changed  over  the  last  decade  and  that  one  of  five  patients  newly  admitted  to 
dialysis  programs  will  be  dead  within  one  year.  The  reasons  for  these  disappoint- 
ments are  quite  complex,  but  their  effect  profound.  We  must  redouble  our  efforts 
to  glean  new  insights  into  the  determinants  of  outcome  for  patients  receiving  these 
modalities  of  renal  replacement  therapy.  The  magnitude  of  Federal,  State  and  per- 
sonal expenditures  in  these  areas  demand  that  we  do  everjdhing  possible  to  assxire 
the  optimum  outcome  of  our  effort. 

Finally,  if  we  truly  believe  that  the  powerful  therapeutics  emerging  fi-om  the  lab- 
oratories of  molecular  and  cell  biology  will  have  a  direct  impact  on  disease  we  must 
invest  funds  to  ensure  that  we  develop  the  tools  to  detect  disease  at  an  early  stage 
lest  we  sacrifice  effectiveness  because  of  the  tardy  application  of  disease  modifying 
agents. 

In  summary,  we  propose  you  give  consideration  to  funding  ROl  support  for  the 
following: 

1.  Research  for  children  with  kidney  and  urologic  diseases,  including  glomerulo- 
nephritis, cystic  kidney  disease,  hypertension,  and  diabetes  mellitus. 

2.  Research  into  prostatic  diseases. 

3.  Research  into  hereditary  kidney  disease. 

4.  Research  into  the  short  and  long-term  outcome  of  patients  undergoing  treat- 
ment by  dialysis  and  transplantation. 

Thank  you  for  the  opportunity  to  present  our  recommendations  for  funding  at  the 
National  Institute  of  Diabetes,  Digestive  and  Kidney  Diseases. 

STATEMENT  OF  THELMA  THIEL,  PRESIDENT  AND  CHIEF  OPERATING 
OFFICER,  AMERICAN  LIVER  FOUNDATION 

Senator  Reid.  Thelma  Thiel. 

Ms.  Thiel.  Good  morning,  Mr.  Chairman,  and  members  of  the 
committee.  I  am  Thelma  King  Thiel,  president  and  chief  operating 
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officer  of  the  American  Liver  Foundation  and  a  member  of  the  di- 
gestive disease  national  coalition.  I  am  pleased  to  appear  today  on 
behalf  of  the  NIDDK  coalition.  I  am  joined  by  several  other  physi- 
cians, researches,  and  patients  to  tell  you  about  the  impact  of  the 
diseases  within  the  NIDDK  mission  and  to  tell  you  about  the  need 
for  additional  funds  for  research  sponsored  by  NIDDK. 

The  NIDDK  coalition  represents  dozens  of  medical  societies,  re- 
search coalitions,  and  62  million  victims  of  diabetes,  liver  and  other 
digestive  diseases,  kidney  and  urological  disorders,  endocrine,  and 
metabolic  diseases.  That  is  almost  one  in  four  Americans  suffering 
from  acute  and  chronic  diseases  costing  our  Nation  an  estimated 
$232  billion  a  year.  And  yet  NIDDK  research  funding  for  1994  rep- 
resents only  two-thirds  of  1  percent  of  our  Nation's  total  estimated 
health  care  bill  for  1994. 

There  is  a  great  deal  of  excitement  in  the  research  community 
with  major  breakthroughs  that  give  us  hope  that  cystic  fibrosis 
may  be  cured  through  gene  therapy,  that  life-threatening  complica- 
tions of  diabetes  may  be  reduced  by  75  percent  with  better  control 
of  blood  sugar.  The  concept  of  temporary  artificial  liver  is  buying 
time  for  patients  acutely  ill,  awaiting  a  liver  transplant,  and  it  may 
even  maintain  the  patient's  stability  long  enough  so  that  they  can 
recover  completely. 

A  high  blood  pressure  medication,  captopril,  may  slow  the  ad- 
vance of  kidney  damage,  delaying  and  preventing  the  need  for  dial- 
ysis or  kidney  transplantation  in  diabetics  who  have  high  blood 
pressure  and  early  kidney  disease. 

About  91  percent  of  Ajnericans  want  more  research  to  stop  the 
tragic  loss  of  life  and  suffering  caused  by  these  diseases,  according 
to  a  recent  Harris  poll;  75  percent  are  willing  to  pay  higher  taxes 
and  insurance  premiums  or  prescription  drug  fees  for  this  purpose. 
Why?  Because  their  only  hope  for  a  healthy  tomorrow  depends  on 
research.  I  know  because  I  prayed  every  day  that  research  would 
find  an  answer  to  cure  my  infant  son's  liver  disease.  Tragically, 
nothing  was  available  to  save  his  life.  Today,  children  with  biliary 
atresia  are  receiving  liver  transplants,  a  miracle  of  medical  re- 
search. 

Millions  of  Americans  are  digging  deep  into  their  own  pockets, 
contributing  over  $110  billion  a  year  to  voluntary  organizations 
dedicated  to  finding  cures,  partly  out  of  hope  and  partly  out  of  the 
frustration  of  not  being  in  control  of  their  destiny.  Highly  trained 
researchers  need  NIH  support  to  find  the  elusive  answers.  We  can- 
not afford  to  lose  researchers,  to  lose  opportunities,  and  to  lose 
lives. 

As  a  nurse  many  years  ago,  I  took  care  of  polio  victims  in  iron 
lungs.  Victims  of  diseases  addressed  by  NIDDK  are  confined  almost 
as  drastically  as  those  polio  victims,  by  fear,  the  fear  of  unexpected 
hemorrhages,  diarrhea,  blackouts,  blindness,  mental  confusion,  con- 
stant itching,  frequent  fractures,  list  goes  on  and  on.  We  can  re- 
lease them  from  their  prison  of  poor  health  through  research. 

PREPARED  STATEMENT 

On  their  behalf  I  am  asking  you  to  appropriate  $798  million  to 
NIDDK  research  in  1995  to  keep  the  momentum  going.  We  thank 
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the  committee  for  its  consideration  of  this  request.  Your  decision 
will  have  an  impact  on  67  million  Americans.  Thank  you. 
[The  statement  follows:] 

Statement  of  Dr.  Stanley  B.  Benjamin 

Good  Morning,  Mr.  Chairman  and  Members  of  the  Committee.  My  name  is  Dr. 
Stanley  Benjamin  and  I  am  President  of  the  Digestive  Disease  National  Coalition. 
I  am  pleased  to  appear  today  on  behalf  of  the  NIDDK  Coalition.  I  am  joined  by  sev- 
eral other  researchers  and  patients  today  to  tell  you  about  the  impact  of  the  dis- 
eases which  are  within  the  NIDDK's  mission  and  to  tell  you  about  the  need  for  addi- 
tional funds  for  research  sponsored  by  NIDDK. 

The  NIDDK  Coalition  consists  of  dozens  of  medical  societies,  patient  advocacy 
groups,  and  research  coalitions  that  are  committed  to  finding  cures  and  preventions 
for  mabetes,  digestive  diseases,  kidney  and  urology  disorders,  endocrine  disorders, 
and  metabolic  diseases  that  affect  millions  of  Americans. 

The  incidence  and  impact  of  these  diseases  are  tremendous.  They  can  be  acute 
or  chronic  and  they  are  severely  debilitating,  resulting  in  loss  of  income  and  a  sig- 
nificant decline  in  the  quality  of  Life.  Conservative  estimates  place  the  annual  cost 
of  these  diseases  at  $232  billion,  yet  funding  for  NIDDK  in  1994  represents  only 
two-thirds  of  1  percent  of  our  nation's  total  estimated  health  care  bill  for  1994. 

NIDDK  supports  research  on  diseases  that  affect  millions  of  patients.  Some  of 
these  diseases  are  very  common  and  some  affect  only  a  few  thousand  patients.  For 
example,  more  than  35  million  Americans  suffer  from  acute  and  chronic  digestive 
diseases,  including  ulcers,  cirrhosis  of  the  liver,  gallstones,  inflammatory  bowel  dis- 
ease, and  irritable  bowel  sjrndrome.  More  than  14  million  Americans  have  diabetes, 
which  is  the  fourth  leading  cause  of  death  by  disease  and  is  the  most  frequent  single 
cause  of  chronic  kidney  failure  (accounting  for  one-third  of  all  new  cases  of  end 
stage  renal  disease  (ESRD)  and  estimated  to  account  for  one-half  of  all  new  cases 
by  the  year  2000).  Kidney  and  urologic  diseases  affect  13  million  Americans  and  are 
the  primary  or  a  contributing  cause  of  death  in  more  than  260,000  persons  each 
year. 

Given  the  immense  human  and  economic  toll  of  these  diseases  and  considering 
our  efforts  to  control  health  care  spending,  the  NIDDK  CoaUtion  believes  we  must 
make  research  on  these  diseases  a  top  priority.  We  recommend  a  $798  million  budg- 
et for  the  NIDDK  in  1995,  which  represents  an  11.5  percent  increase  over  the  1994 
appropriation  of  $716  miUion.  By  comparison,  NIDDK's  Professional  Judgement 
Budget  for  1995  is  $867  million. 

NIDDK-supported  investigators  have  made  significant  progress  recently  in  learn- 
ing more  about  the  causes,  treatment,  and  prevention  of  many  of  the  diseases  under 
its  mandate.  Researchers  are  poised  to  exploit  these  opportunities,  including  those 
that  affect  many  chronic  conditions.  An  appropriation  of  $798  million  would  enable 
NIDDK  to  continue  and  expand  support  of  many  promising  research  opportunities. 
For  example,  researchers  can  now  grow  liver  cells  that  may  be  beneficial  in  the 
treatment  of  liver  failure.  These  efforts  have  been  tested  in  humans  only  on  a  lim- 
ited basis  and  further  basic  research  and  cUnical  trials  are  necessary.  Investigators 
are  optimistic  that  this  breakthrough  will  prove  useful  as  a  bridge  to  liver  trans- 
plantation. In  kidney  research,  major  advances  have  been  made  in  understanding 
the  molecular  mechanisms  that  lead  to  autoimmune  diseases  such  as  diabetes  and 
glomerulonephritis,  which. together  account  for  more  than  half  of  all  patients  with 
chronic  kidney  failure.  Additional  research  will  enable  scientists  to  apply  these  ad- 
vances to  the  treatment  and  prevention  of  kidney  disease  and  kidney  transplant  re- 
jection. A  10-year  clinical  trial  in  diabetes  research,  the  Diabetes  control  and  Com- 
plications Trial,  indicated  that  tightly  controlled  blood  sugar  levels  dramatically  re- 
duced the  risk  of  life-threatening  complications  of  diabetes  by  as  much  as  75  per- 
cent. Additional  research  is  needed  to  identify  more  effective  means  of  achieving 
control  of  blood  sugar  as  well  as  improved  methods  of  blood  sugar  testing.  Lastly, 
investigators  have  begun  gene  therapy  trials  in  cystic  fibrosis  patients,  whose  dis- 
ease is  considered  an  excellent  candidate  for  cure  by  gene  therapy.  NIDDK  has 
awarded  two  grants  to  support  centers  for  gene  therapy  research  on  cystic  fibrosis 
and  anticipates  fiinding  a  third  center  soon.  Additional  research  could  save  the  lives 
of  thousands  of  children  and  young  adults. 

The  NIDDK  Coalition  is  aw£u-e  of  the  tight  fiscal  constraints  the  Committee  is 
faced  with  and  we  appreciate  your  past  support,  including  the  5.2  percent  increase 
you  provided  for  1994,  particiuarly  in  light  of  the  Admimstration's  proposal  to  cut 
NIDDK  last  year.  However,  NIDDK  is  falling  behind  and  too  many  top-quality  re- 
search opportunities  are  being  lost.  For  example,  in  1992  NIDDK  funded  628  new 
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and  competing  grants,  including  460  ROl's.  For  1994,  NIDDK  estimates  it  will  be 
able  to  fund  only  467  competing  grants,  including  342  ROl's.  NIDDK  will  be  able 
to  fund  only  about  23  percent  of  RPG  applications  this  year,  compared  to  33  percent 
in  1992.  With  numbers  like  these,  we  are  losing  opportunities,  we  are  losing  re- 
searchers, we  are  losing  lives,  and  thousands  and  thousands  of  patients  continue  to 
experience  untold  suffering.  With  an  appropriation  of  $798  million  in  1995,  NIDDK 
could  fund  an  estimated  686  competing  grants,  or  31  percent  of  applications — close 
to  the  35  percent  recommended  generally  by  Institute  directors.  Americans  support 
increased  federal  funding  of  medical  research — a  recent  Harris  Poll  showed  that  91 
percent  support  a  larger  federal  effort,  and  75  percent  were  willing  to  pay  higher 
taxes,  insurance  premiums,  or  prescription  drug  fees  for  this  purpose. 

FUNDING  REQUEST 

We  respectfully  request  an  appropriation  of  $798  million  for  the  NIDDK  in  1995, 
an  11.5  percent  increase  above  the  1994  appropriation.  We  believe  this  is  an  ade- 
quate balance  between  the  funding  constraints  the  Committee  faces  this  year  and 
the  tremendous  opportunities  that  exist  in  basic  and  clinical  research.  It  would  also 
enable  NIDDK  to  provide  additional  support  for  training. 

We  thank  the  Committee  for  its  consideration  of  our  requests  and  the  needs  of 
the  millions  of  patients  we  represent.  We  would  be  pleased  to  answer  any  questions 
at  this  time. 

Senator  Reid.  We  have  completed  the  first  panel.  I  have  a  num- 
ber of  questions  I  would  like  to  ask,  but  while  we  have  the  full  au- 
dience here,  rather  than  waiting  until  the  end  until  the  audience 
is  dispersed,  everyone  here  should  understand  that  in  the  last  12 
years  our  ability  to  spend  money  has  been  really  cut  back;  12  years 
ago  25  percent  of  the  budget  was  for  discretionary  domestic  spend- 
ing, things  like  this,  25  percent.  That  is  now  down  to  less  than  12 
percent;  it  has  been  cut  in  one-half  as  a  percentage  of  our  budget. 

And  so  the  things  that  we  want  to  do  most,  those  of  us  that  serve 
on  this  committee,  we  are  not  able  to  do.  You  need  to  know  that 
serving  on  this  committee  is  very  difficult.  So  everyone  should  un- 
derstand that  you  and  those  others  out  there  who  are  always  criti- 
cizing the  work  we  do,  asserting  we  are  spending  too  much  money, 
should  understand  that  we  are  certainly  not  spending  too  much 
money  in  the  area  of  domestic  discretionary  spending  which  is  for 
education,  medical  research,  doing  things  about  our  infrastructure. 
The  money  is  being  spent  other  places. 

So,  I  would  hope  that  you  understand  the  difficult  problems  that 
we  have.  And  we  just  went  through,  over  1  week,  a  very  difficult 
situation  trying  to  balance  the  budget.  You  know,  we  have  a  couple 
of  balanced  budget  amendments  kicking  around.  And  everyone 
wants  us  to  balance  the  budget  as  long  as  it  does  not  affect  them. 
And  it  sometimes  is  very  frustrating,  especially  when  you  hear  the 
stories  like  we  hear  in  this  subcommittee. 

Terry-Jo  Myers,  I  read  your  full  statement  and  you,  of  course, 
were  hesitant  in  explaining  how  you  really  feel.  Electric  shocks, 
feel  like  razor  blades  in  the  bladder,  urination  up  to  60  or  more 
times  during  24  hours,  and  here  is  a  woman  that  is  a  professional 
athlete.  I  first  became  aware  of  this  disease  maybe  just  5  years  ago 
when  three  women  came  to  my  Las  Vegas  office.  They  were  as  em- 
barrassed, as  I  am  sure  you  are  being  here,  but  I  had  never  heard 
of  the  disease. 

And  until  that  time  we  had  not  done  any  research  on  the  disease 
at  the  national  institutes,  and  now  we  have  been  spending  a  little 
bit  of  money  each  year  and  making  some  progress.  And  a  lot  of  that 
is  a  result  of  people  like  you  being  willing  to  come  forward  and  tell 
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us  about  the  disease,  which  is  a  disease  of  women.  Over  90  percent 
of  the  people  that  have  this  disease  are  women.  It  is  my  under- 
standing about  500,000  women  have  this  disease,  is  that  right? 

Ms.  Myers.  Yes;  that  is  correct,  those  that  tell  us  they  have  it. 
I  did — as  you  know,  I  did  keep  this  publicly  quiet  for  10  years,  and 
I  have  only  come  public  with  this  since  November,  so  I  feel  there 
probably  are  substantial  numbers  of  women  that  have  not  come 
forward. 

Senator  Reid.  People  just  like  you. 

Ms.  Myers.  Yes. 

Senator  Reid.  You  have  indicated  in  your  testimony  the  one  rea- 
son you  have  been  able  to  make  it  as  far  as  you  have,  is  you  have 
a  supportive  spouse.  Your  husband  has  been  very  good  to  you. 

Ms.  Myers.  Yes;  I  think  that  is  a  very  important  part. 

Senator  Reid.  With  this  disease,  one  of  the  side  effects  is  usually 
a  divorce. 

Ms.  Myers.  Yes. 

Senator  Reid.  Most  of  the  cases  that  we  have  been  able  to  find 
result  in  a  divorce,  so  your  husband  is  to  be — he  is  not  to  be  con- 
gratulated, but 

Ms.  Myers.  He  reminds  me  of  that  often.  [Laughter.] 

Senator  Reid.  But  that — as  we  all  know  in  our  trials  and  tribu- 
lations in  life,  it  is  great  to  have  somebody  that  supports  you,  and 
that  is  not  always  the  case  in  women  that  have  your  disease,  so 
that  is  something  that  is  extremely  important. 

Nancy  indicated  that  her  little  girl  would  love  to  go  to  movies, 
but  of  course  her  mother  could  not  take  her  because  she  could  not 
drag  her  daughter  back  and  forth  numerous  times  during  the 
movie,  could  not  take  her  to  the  park,  so  there  are  a  lot  of  things 
with  these  diseases  that  we  do  not  see  at  first  glance. 

Tell  me,  Nancy,  do  you  know  of  any  progress?  You  indicated  that 
there  is  a  doctor  that  has  been  able  to  help  you? 

Ms.  Myers.  Terry-Jo. 

Senator  Reid.  What  did  I  say? 

Ms.  Myers.  Nancy.  That  is  OK,  I  wish  it  was  Nancy  Lopez,  but 
it  is  not.  [Laughter.] 

Senator  Reid.  I  am  sorry. 

Ms.  Myers.  That  is  fine. 

Senator  Reid.  You  indicated  that  you  have  a  physician  that  has 
been  able  to  help  you  lately. 

Ms.  Myers.  Yes;  I  basically  only  received  some  help  after  2  years 
with  the  disease.  Actually,  I  did  not  receive  help,  but  there  was  a 
doctor  who  was  somewhat  familiar  with  it.  And  it  was  not  until 
this  past  November  I  happened  to  be  pla3dng  golf  with  two  other 
physicians,  just  general  physicians,  and  I  was  having  a  bad  day.  To 
make  the  story  short,  they  recommended  a  urologist  that  would  be 
familiar  with  the  disease,  and  finally  I  was  able  to  seek  and  receive 
some  symptomatic  relief. 

Senator  Reid.  What  are  some  of  the  things  that  are  done  with 
the  disease  to  relieve  the  pain? 

Ms.  Myers.  A  restricted  diet  to  lower  the  acidity  that  you  put 
into  your  system.  I  only  drink  water;  it  is  not  a  lot  of  fun.  But  that 
has  helped  me  the  most,  a  very  restricted  diet.  There  is  also  elovil 
which  can  be  taken.  It  is  an  antidepressant  and  it  somewhat  re- 
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lieves  the  pain,  but  the  pain  is  still  there.  It  is  maybe  down  to  50 
razor  cuts  in  my  bladder.  But  it  is  just  symptomatic  relief. 

Senator  Reid.  In  some  of  the  hearings  that  I  have  participated 
in  here  before  we  learned,  for  example,  with  diabetes,  that  is  how 
they  used  to  treat  diabetes  was  strictly  with  diet.  And  they  could 
always  tell  diabetes  patients  because  they  looked  near  death  from 
starving.  That  is  the  only  thing  they  could  do  to  help  them  live, 
i^d  so  I  hope  that  we  look  back  in  the  near  future  with  the  treat- 
ment you  are  getting,  which  is  restricting  your  liquid  intake  to 
water,  as  how  we  used  to  treat  diabetes.  Hopefully,  we  can  do 
something  about  that. 

Ms.  Norton,  I  do  not  know  if  you  are  aware,  but  my  family  has 
been  involved  with  a  number  of  things  which  you  are  here  promot- 
ing research  on.  I  have  a  son  that  has  irritable  bowel  syndrome. 
I  can  remember  when  they  were  finally  able  to  diagnosis  this.  And, 
as  you  know,  with  a  lot  of  diseases  doctors  simply  do  not  diagnose 
some  of  these  diseases.  And  I  can  remember  he  gave  him  a  little 
pamphlet  at  the  time,  and  the  pamphlet  said  you  are  not  going  to 
die,  but  a  lot  of  times  you  will  feel  like  it.  Now,  that  disease  is,  at 
least  with  my  son,  treated  quite  well  with  medication. 

Ms.  Norton.  It  varies  for  people.  IBS  can  be  very  individualized 
and  medications  do  offer  symptom  relief  for  many  people,  but  for 
others  they  get  no  relief  at  all. 

Senator  Reid.  My  wife  has  had  one  of  the  digestive  diseases 
about  which  you  speak.  She  had  ulcerative  colitis.  Of  course,  ulcer- 
ative colitis  is  better  than  Crohn's  disease  because  with  surgery, 
radical  surgery,  you  can  pretty  well  take  care  of  ulcerative  colitis. 
Some  side  effects  afterwards,  but  not  related  to  the  disease. 

So,  I  am  familiar  with  a  number  of  the  things  that  you  speak 
about.  Tell  me  of  some  of  the  promising  research  that  could  be 
funded  with  more  money. 

Ms.  Norton.  Well,  of  particular  interest  to  the  organization  that 
I  represent,  the  International  Foundation  for  Bowel  Dysfunction, 
there  has  been  very  little  money  through  NIH  that  has  been  allo- 
cated for  functional  GI  disorders,  and  we  would  like  to  see  money 
directed  in  that  area.  Over  50  percent  of  the  patients  that  go  to  a 
gastroenterologist  suffer  from  functional  bowel  disorders,  or  GI  dis- 
orders, but  yet  there  has  been  very  little  research  directed  in  this 
area. 

We  would  like  to  see  better  treatment  options  made  available  for 
people.  There  is  a  tendency,  as  I  said  in  the  testimony,  for  people 
to  sort  of  hide  these  disorders.  They  are  reluctant  to  talk  about  it. 
They  often  do  not  discuss  it  with  their  physicians  even  until  it  gets 
to  the  point  where  it  just  really  affects  their  quality  of  life. 

Senator  Reid.  I  know  with  my  wife  it  took  many,  many  years  be- 
fore her  condition  was  diagnosed. 

Ms.  Norton.  Right. 

Senator  Reid.  She  went  to  doctors  in  Las  Vegas,  California,  back 
here,  and  it  took  many,  many  years  to  diagnose  it.  Physicians  sim- 
ply are  not  aware  of  what  is  wrong  with  people  on  many  occasions. 
At  least  I  can  only  speak  for  my  wife.  Aiid  then  after  the  disease 
is  diagnosed  even,  the  treatment  is  critical.  We  went  to  somebody 
we  thought  knew  what  she  had,  but  he  did  not  do  a  very  good  job 
of  treating  her  and  it  led  to  some  real  problems. 
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Ms.  Norton.  Right.  Well,  we  are  working  to  increase  awareness 
within  the  general  public  and  within  the  medical  profession  itself, 
just  to  have  more  acknowledgment  and  better  treatment  for  the 
millions  of  people  who  have  this  disorder. 

Senator  Reid.  And  they  know  so  little.  My  wife's  disease,  for  ex- 
ample, they  have  learned  that  the  disease  is  generally  with  people 
who  are  Eastern  European  Jews.  They  really  do  not  know  why,  but 
that  is  one  of  the  genetic  facts  with  that  disease.  So  we  need  to  do 
some  research. 

Doctor,  tell  us  a  little  bit  about  what  could  be  done  with  some 
of  the  individual  research  projects  as  compared  to  the  more  general 
research  that  is  being  done? 

Dr.  Langman.  Well,  I  believe  we  are  very  close  to  understanding 
many  congenital  diseases  that  affect  the  kidney  in  childhood  and 
lead  to  longstanding  renal  failure  which  progresses  into  adulthood. 
That  includes  some  of  the  hereditary  diseases  such  as  polycystic 
disease.  We  are  very  close  to  being  on  the  verge  of  finding  what  the 
gene  does  for  that  for  the  several  tjrpes  that  exist,  including  those 
in  children.  Hereditary  diseases,  including  diabetes,  a  major  cause 
of  renal  failure  in  the  adult  population  which  has  its  origins  in 
childhood  and  for  which  there  is  little  research  being  done  in  the 
forerunner  of  that  disease  in  children. 

Other  hereditary  renal  diseases,  including  glomerulonephritis,  an 
inflammatory  disease,  and  not  unlike  the  inflammatory  disease  of 
bowel  that  you  are  so  painfully  aware  of  in  your  personal  family, 
all  of  which  have  had  some  breakthroughs  in  the  past  5  years,  but 
which  have  fallen  short  of  carrying  forth  even  greater  because  of 
the  lack  of  individual  ROl's.  That  really  has  been  the  past  success 
of  the  NIH  in  discovery  of  new  diseases,  new  disease  mechanisms, 
and  now  the  genes  and  perhaps  the  gene  therapy  for  those  specific 
disorders. 

Senator  Reid.  Doctor,  I  spoke  to  Senator  Harkin  yesterday,  and 
he  was  enthused  about  the  gene  research.  There  is  a  name  for  it, 
human  genome  project.  But  for  a  layman  like  me,  so  what?  I  mean, 
so  we  know  what — ^you  have  identified  a  gene.  Do  we  have  any  ex- 
amples of  where  finding  a  gene  specifically  relates  to  helping  cure 
or  relieve  the  pain  or  conditions  of  a  disease? 

Dr.  Langman.  Well,  I  think  that  it  has  started  in  areas  outside 
of  the  kidney.  For  example,  understanding  what  is  wrong  is 
Gaucher's  disease,  which  is  a  metabolic  disturbance,  has  led  to 
great  promise  in  several  trials. 

Senator  Reid.  Was  that  through  discovering  the  gene? 

Dr.  Langman.  I  believe  that  that  originally  started  with  discov- 
ery of  the  gene,  as  well  as  the  end  product  of  that  gene.  You  know, 
5  years  ago  you  sort  of  started  with  looking  for  the  gene  and  look- 
ing at  what  it  did,  and  now  because  of  such  sophisticated  tech- 
niques we  can  actually  work  the  other  way,  realize  what  is  wrong 
and  go  back  and  find  the  gene. 

Senator  Reid.  I  mean,  my  point  is  that,  you  know,  you  hear  these 
things  in  the  media.  We  have  found  the  gene  and  we  may  be  able — 
we  should  be  able  to  determine  earlier  that  you  have  the  disease. 
Well,  a  lot  of  us  would  rather  not  know.  I  mean,  my  point  is  does 
discovering  the  gene,  do  we  have  any  examples  of  where  it  really 
leads  to  helping  cure  or  relieve  a  disease  process? 
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Dr.  Langman.  I  think  that  that  is  the  next  area. 

Senator  Reid.  So  is  the  answer  no,  as  far  as  you  know? 

Dr.  Langman.  It  really  is,  yes. 

Senator  Reid.  Yes;  maybe  some  of  the  other  witnesses  might  be 
able  to  talk  about  that  when  they  come  forward. 

Do  you  have,  Ms.  Thiel,  some  examples  of  consequences  of  not 
funding  NIDDK  at  the  level  you  propose?  Do  you  understand  the 
question? 

Ms.  Thiel.  Well,  first  of  all,  I  would  like  to  thank  you  for  your 
sincere  interest  in  all  the  digestive  diseases,  because  without  your 
support  we  really  would  be  very  far  behind.  And  you  have  brought 
us  up  to  a  level  that  we  really  need,  and  we  need  to  have  more. 

In  liver  diseases,  of  course,  just  within  the  last  couple  of  years 
thousands,  tens  of  thousands  of  patients  have  been  identified  with 
hepatitis  C.  It  used  to  be  called  non-A,  non-B,  until  they  identified 
a  test  for  it.  And  there  is  so  little  known  about  this  disease  that 
there  really  needs  to  be  much  more  emphasis  so  that  we  can  find 
the  epidemiology,  the  course  of  the  disease,  and  to  find  some  ways 
of  controlling  it.  Because  right  now  for  most  liver  diseases  trans- 
plants are  the  only  treatment  available,  and  we  really  need  to  have 
less  costly  procedures  to  attack  the  problem  of  many  liver  diseases, 
and  there  are  over  100  of  them. 

So  we  really  feel  that  we  started  from — I  always  say  below 
ground,  about  14  years  ago  when  the  foundation  just  got  off  the 
ground,  because  the  liver  is  a  noncomplaining  organ  and  people 
just  do  not  go  to  the  doctor  and  say  I  have  a  pain  in  my  liver.  So 
we  really  receive  very  little  attention.  And,  of  course,  we  are  deal- 
ing with  the  stigma  of  alcohol,  so  we  have  had  an  uphill  battle  to 
try  to  get  the  public  even  interested  in  the  liver.  So  we  really  need 
much  more  research  across  the  board,  but  the  hepatitis,  of  course, 
I  think  is  one  of  the  major  things  that  we  need  at  this  point. 

Senator  Reid.  That  was  my  next  question  to  either  you  or  the 
doctor.  How  much  of  the  liver  disease,  in  a  percentage,  do  we  know 
is  caused  by  alcohol? 

Ms.  Thiel.  Well,  there  are  varying  figures  on  that. 

Senator  Reid.  Is  it  like  10  percent? 

Ms.  Thiel.  We  usually  use  75  percent. 

Senator  Reid.  It  is  that  high. 

Ms.  Thiel.  On  drugs  and  alcohol.  And,  of  course,  we  are  focusing 
a  great  deal  on  preventive  measures  and,  of  course,  the  hepatitis 
B  vaccine,  which  again  is  one  of  the  medical  miracles  of  research, 
is  being  underutilized  at  this  point.  And  so  we  are  doing  a  major 
campaign  to  educate  the  public  about  that. 

Senator  Reid.  Tell  me  about  it. 

Ms.  Thiel.  Tell  you  about  it?  Well,  we  have  developed  two  major 
programs  because,  again,  my  background  is  nursing  and  health 
education,  and  I  found  that  there  was  no  education  about  the  liver 
in  the  school  systems.  We  find  that  the  school  nurses  and  the 
teachers  are  very  happy  to  have  something  that  is  positive  and  up- 
beat that  they  can  tell  the  children,  because  they  are  kind  of  tired 
of  saying  just  say  no  to  drugs  and  alcohol. 

So  we  are  giving  them  a  reason  for  knowing  why  they  should 
take  care  of  their  liver.  We  also  have  a  corporate  wellness  program 
that  many  of  the  major  corporations  are  picking  up  on  because  they 
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too  have  been  spending  a  great  deal  of  money  on  intervention  and 
practically  nothing  on  prevention,  other  than  saying  do  not  drink. 
So  we  are  very  excited  about  our  prevention  program,  but  we  need 
a  major  push  to  really  alert  the  entire  public  about  the  liver  and 
how  they  can  take  care  of  it. 

Senator  Reid.  Doctor,  tell  us  about  the  vaccine. 

Dr.  Langman.  The  vaccine  has  made  great  advances  in  especially 
patients  with  kidney  disease  on  dialysis  where  hepatitis  was  for- 
merly much  more  prevalent.  In  addition,  it  is  now  protecting  some 
high-risk  groups,  including  health  care  workers  taking  care  of 
those  patients. 

Senator  Reid.  That  is  who  gets  the  vaccine? 

Dr.  Langman.  They  are  one  group  that  gets  it.  Children  are  now 
being  asked  to  receive  the  vaccine  as  part  of  their  natural  immuni- 
zations that  they  get  as  they  grow  up.  And  some  high-risk  groups, 
including  adolescents,  are  also  being  asked  to  receive  the  vaccine 
as  well. 

Senator  Reid.  "What  group  of  adolescents? 

Dr.  Langman.  Well,  I  was  going  to  say  sexually  active  adoles- 
cents, which  may  be  the  entire  population. 

Senator  Reid.  All  right.  Thank  you  very  much  everyone.  I  am 
grateful  to  you  for  your  testimony. 

STATEMENT   OF  ABRAHAM   COCKETT,   M.D.,   PRESmENT,  AMERICAN 
UROLOGICAL  ASSOCIATION 

Senator  Reid.  The  next  panel  of  witnesses  includes  Dr.  Abraham 
Cockett,  representing  the  American  Urological  Association;  Dale 
Hellegers,  representing  the  IgA  Nephropathy  Support  Network;  Dr. 
Roger  Guillemin — sorry  about  that  pronounciation  of  your  name — 
representing  the  National  Diabetes  Research  Coalition;  and  Dr. 
Ken  Quickel,  representing  the  Joslin  Diabetes  Center. 

Dr.  Cockett,  would  you  please  proceed  with  your  prepared  testi- 
mony. 

Dr.  Cockett.  Mr.  Chairman  and  members  of  the  subcommittee, 
I  am  Dr.  Cockett,  president  of  the  American  Urological  Association. 
I  am  pleased  to  present  the  recommendations  of  AUA  for  fiscal 
year  1995  funding  for  urology  research  at  the  NIDDK,  and  also  at 
the  NCI,  the  National  Cancer  Institute. 

We  recommend  that  the  Centers  for  Disease  Control  and  Preven- 
tion receive  additional  funds  to  expand  their  prostate  cancer  out- 
reach program.  We  need  to  improve  our  ability  to  detect  and  treat 
prostate  cancer.  NCI  should  be  able  to  commit  at  least  $100  million 
for  prostate  cancer  research  in  fiscal  year  1995.  The  full  array  of 
NCI  programs  must  be  supported,  including  centers  of  excellence, 
clinical  trials,  individual  research  grants,  and  research  training. 

We  must  also  increase  our  understanding  of  the  basic  science  or 
the  growth  factors  affecting  benign  prostatic  enlargement  BPH. 
This  is  a  function  of  the  urology  program  at  NIDDK,  and  this  Insti- 
tute has  played  a  significant  leadership  role  in  beginning  to  fund 
basic  and  clinical  research  on  all  prostate  disease.  We  recommend 
that  prostate  research  in  the  urology  program  at  NIDDK  be  grant- 
ed an  additional  $15  million. 

We  strongly  encourage  the  transfer  of  $1  million  from  the  Office 
of  Research  on  Minority  Health  to  NIDDK,  to  focus  greater  atten- 
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tion  on  the  disproportionate  occurrence  of  prostate  disease  among 
minority  populations.  Here  we  refer  to  African  Americans  and  even 
native  Hawaiians.  It  is  imperative  that  we  conduct  prevention  and 
outreach  programs  within  this  larger  community  to  assure  early 
intervention  and  treatment  using  the  best  tools  available. 

CDC  is  a  logical  place  for  such  an  effort,  given  its  experience 
with  similar  programs  in  breast  and  cervical  cancer.  We  are 
pleased  that  the  efforts  of  Congress  to  stimulate  such  a  program 
have  succeeded  and  a  small  program  has  been  developed.  It  shows 
great  promise,  and  we  ask  that  $10  million  be  allocated  to  this  ef- 
fort. 

In  order  to  deal  effectively  with  other  urologic  diseases,  we  have 
recommended  in  our  statement  of  record  a  series  of  steps  that  need 
to  be  taken  to  expand  the  urology  program  at  the  NIDDK.  Let  me 
highlight  one  area,  women's  urology. 

There  is  a  pressing  need  to  increase  research  into  the  urologic 
disorders  which  affect  women:  urinary  incontinent,  urinary  tract 
infections,  and  interstitial  cystitis.  These  diseases  affect  a  signifi- 
cant number  of  women  of  all  ages,  and  result  in  major  U.S.  health 
care  expenditures.  There  is  very  little  funded  research  which  fo- 
cuses on  either  the  prevention  or  effective  treatment  of  these  dis- 
eases. We  recommend  the  addition  of  $6  million  for  research  into 
urinary  incontinence  and  also  urinary  tract  infections. 

NIDDK  should  also  maintain  its  commitment  to  research  on  in- 
terstitial cystitis.  The  Office  of  Research  on  Women's  Health  al- 
ready participates  in  the  urology  program  at  NIDDK.  This  effort 
should  be  increased  to  support  the  development  of  a  data  base  on 
women's  urologic  disorders.  This  could  build  on  the  interstitial  cys- 
titis data  base  now  in  place. 

Mr.  Chairman,  this  completes  my  testimony. 

Senator  Reid.  Thank  you,  doctor. 

STATEMENT  OF  DALE  M.  HELLEGERS,  PRESmENT,  IgA  NEPHROPATHY 
SUPPORT  NETWORK 

Senator  Reid.  Mr.  Dale  Hellegers. 

Mrs.  Hellegers.  Excuse  me,  it  is  Mrs. 

Senator  Reid.  Well,  I  am  just  told  to  read  what  I  see  in  front  of 
me. 

Mrs.  Hellegers.  That  is  OK,  the  Army  tried  to  draft  me  once. 

Senator  Reid.  You  certainly  do  not  look  like  a  Mr. 

Mrs.  Hellegers.  Mr.  Chairman,  ladies  and  gentlemen. 

Senator  Reid.  Sorry  about  that. 

Mrs.  Hellegers.  That  is  all  right. 

My  name  is  Dale  Hellegers,  and  I  am  president  of  the  IgA 
Nephropathy  Support 

Senator  Reid.  I  will  bet  that  is  not  the  first  time  it  has  hap- 
pened, though? 

Mrs.  Hellegers.  No;  it  is  not. 

I  am  president  of  the  IgA  Nephropathy  Support  Network.  When 
I  testified  before  this  committee  last  year,  I  spoke  of  how  devastat- 
ing it  is  to  find  that  your  child  has  suddenly  developed  a  kidney 
disease  that  has  an  unpronounceable  name,  also  has  no  known 
cause,  no  proven  treatment,  no  cure,  and  to  realize  that  no  re- 
search is  being  done  to  find  any  answers. 
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The  committee  responded  magnificently,  and  this  year  the 
NIDDK  began  a  research  initiative  on  IgA  nephropathy.  That  is 
the  good  news.  The  bad  news  is  there  are  many  others  with  rapidly 
and  slowly  progressive  kidney  disease,  and  it  is  IgA  nephropathy. 
They  are  not  getting  the  help  they  need  to  keep  them  going,  and 
go  into  renal  failure. 

Unfortunately,  in  this  time  of  strained  budgets,  increasing  re- 
search for  kidney  disease,  particularly  into  the  causes  of  primary 
kidney  diseases  and  into  ways  of  preventing  or  retarding  their  pro- 
gression, is  the  only  way  Congress  will  be  able  to  curb  the  rising 
cost  of  a  major  entitlement,  mainly  Medicare's  end-stage  renal  dis- 
ease program.  Medicare  currently  spends  $6  billion  a  year  on  the 
end-stage  renal  disease  program,  a  sum  that  is  four  times  the  origi- 
nal estimate. 

From  1982  to  1992,  the  number  of  Americans  on  ESRD  dialysis 
increased  by  142  percent.  If  we  apply  this  same  rate  of  growth  to 
the  next  decade,  we  will  have  380,000  Americans  on  ESRD  dialysis 
by  the  year  2002.  This  does  not  take  into  account  the  disproportion- 
ate contribution  likely  to  be  made  by  the  baby  boomers,  nor  does 
it  take  into  account  the  fact  that  the  incidence  of  ESRD  is  increas- 
ing at  a  rate  that  outstrips  population  growth. 

For  all  the  money  we  are  spending  and  likely  to  spend  on  main- 
taining those  whose  kidneys  have  failed,  we  do  not  seem  to  be  get- 
ting very  good  value  for  our  money.  The  ESRD  patient  faces  a 
grossly  reduced  quality  of  life  and  very  high  risks  for  death  or  seri- 
ous illness.  In  the  United  States  a  normal  white  male  of  35  can 
look  forward  to  nearly  40  years  of  additional  life.  An  ESRD  male 
the  same  age  will  be  likely — will  be  lucky,  rather,  to  live  to  see  his 
child  graduate  from  high  school.  He  can  expect  to  live  little  more 
than  7  years,  and  chances  are  those  years  will  be  spent  in  poverty 
and  jobless. 

Medicare  reimbursements  for  dialysis  treatment  have  actually 
declined  since  the  program  was  initiated,  eroded  both  by  inflation 
and  by  actual  reductions.  To  cut  their  own  costs,  providers  have 
drastically  reduced  the  length  and  frequency  of  treatments,  de- 
creased staff  on  dialysis  units,  and  shifted  from  using  nurses  to 
less  experienced  technicians.  Not  surprisingly,  morbidity  and  mor- 
tality rates  have  gone  up. 

By  cutting  reimbursements.  Medicare  has  probably  ended  up 
paying  more,  because  the  incidence  of  hospitalizations  and  length 
of  hospital  stays  have  correspondingly  increased.  The  overall  result 
has  been  to  give  the  United  States  one  of  the  worst  records  in  the 
industrialized  world  for  morbidity  and  mortality  among  its  kidney 
patients.  In  France  and  Japan,  7  to  8  percent  of  patients  on  chronic 
dialysis  die  each  year;  in  the  United  States,  25  percent  do. 

Transplantation  is  not  the  answer,  even  if  there  were  enough  or- 
gans to  go  around.  After  about  5  years,  one-half  of  all  transplanted 
kidneys  have  failed;  after  about  10  years,  three-quarters. 

I  raise  these  statistics  because  no  parent  whose  child  has  IgA 
nephropathy  or  any  other  kidney  disease  wants  to  see  her  daughter 
or  his  son  suffer  through  dialysis  or  have  hopes  falsely  raised  by 
transplantation.  Too  often,  at  present  doctors  look  at  our  kids  and 
tell  us  there  is  nothing  that  they  can  do,  to  come  back  when  our 
child  is  near  death  from  renal  failure  and  then  they  can  help.  We 
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are  not  willing  to  accept  that  answer.  We  want  our  kids  to  grow 
up  to  become  productive  members  of  society,  not  burdens  on  Medi- 
care. 

I  urge  you  to  continue  your  support  for  the  NIDDK.  I  know  that 
last  year  their  budget  was  increased  by  a  little  over  5  percent, 
which  unfortunately  is  not  sufficient  to  the  task  of  funding  new  re- 
search into  kidney  disease.  Not  long  ago,  50  percent  of  the  top 
rated  grant  proposals  received  by  the  NIH  were  funded;  nowadays 
that  figure  is  down  to  15  percent. 

PREPARED  STATEMENT 

In  conclusion,  I  would  urge  you  to  support  the  NIDDK's  initiative 
on  IgA  nephropathy,  encourage  it  to  aggressively  promote  basic  re- 
search into  the  causes  of  primary  kidney  disease  and  clinical  re- 
search into  treatment,  particularly  for  children  and  adolescents; 
urge  also  the  NIDDK  to  promote  early  detection  of  kidney  disease 
as  a  means  of  helping  reduce  progression;  and,  last,  ensure  that  its 
budget  is  sufficient  to  meet  all  of  these  objectives. 

I  thank  you  for  your  time. 

[The  statement  follows:] 

Statement  of  Dale  M.  Hellegers 

Mr.  Chairman  and  Members  of  the  Subcommittee,  my  name  is  Dale  M.  Hellegers, 
and  I  am  the  president  of  the  IgA  Nephropathy  Support  Network,  a  non-profit  chari- 
table organization  that  provides  information  on  IgA  Nephropathy  and  moral  support 
to  its  victims. 

Last  year  I  had  the  honor  of  testifying  before  you.  I  spoke  of  how  mysterious  and 
devastating  this  disease  is,  how  it  can  suddenly  strike  the  young  as  well  as  the  old, 
devastating  their  lives  as  surely  as  it  slowly  destrovs  their  kidneys.  I  told  you  what 
it  was  like  to  watch  my  son  go  from  being  a  healthy,  athletic,  honor-roll  student 
to  being  a  chronically-ill  child  who  looked  like  a  cadaver,  missed  up  to  half  a  year 
of  school,  and  was  sometimes  racked  by  pain  so  intense  he'd  beat  his  head  against 
the  wall.  What  I  didn't  tell  you— because  I  couldn't  without  breaking  down— \yas 
that  when  he  first  became  ill,  my  son  asked  if  he  were  going  to  die.  But  after  living 
with  IgA  Nephropathy  for  awhile,  he  confided  that  he  wished  he  were  dead. 

The  Committee  heard  what  I  said,  and  responded  magnificently.  In  your  report 
last  fall,  you  urged  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Dis- 
eases to  "support  basic  research  into  the  pathogenesis  and  immunology  of  IgA 
nephropathy,  initiate  clinical  research  aimed  at  preventing  the  progression  of  the 
disease,  and  consider  action  to  improve  renal  data  *  *  *"  In  response,  the  NIDDK 
issued  last  month  a  request  for  grant  applications  for  basic  research  into  "fun- 
damental factors/mechanisms"  leading  to  the  establishment  of  IgA  Nephropathy, 
particularly  in  children  and  young  adults,  and  to  clinical  trials  of  therapies  that 
hold  promise  to  control  progression  of  the  disease.  That  funding  for  this  initiative 
is  set  at  $2  million  is  a  credit  to  the  depth  of  your  interest  and  concern,  as  it  is 
to  the  ingenuity  and  resourcefulness  of  the  folks  at  NIDDK  who  assembled  the  UFA. 

It  is  a  laudable  beginning  to  our  understanding  of  a  complex  and  terrifjdng  dis- 
ease. Personally,  I  would  like  to  say  that  my  cup  runneth  over,  and  yet  one  thing 
holds  me  back. 

In  the  past  year  I  have  talked  to  young  men  and  young  women  who  have  lost 
their  jobs  because  of  IgA  Nephropathy,  forced  to  quit  on  doctors'  orders,  or  forced 
out  by  their  employer;  they  now  have  no  insurance  and  are  terrified.  A  man  in  his 
late  twenties,  anxious  about  marrying  and  starting  a  family,  is  devastated  because 
he's  already  experiencing  problems  with  impotence  fi-om  medication  taken  to  control 
his  blood  pressure,  and  he  knows  that  chronic  renal  failure  will  make  his  problems 
permanent.  A  young  woman  breaks  off  her  marriage  plans  because  the  damage  to 
her  kidneys  is  already  so  severe  that  she  will  never  be  able  to  bear  children.  A 
mother  in  her  early  thirties,  who  always  dreamed  of  a  large  family,  lost  five  babies 
before  they  discovered  her  IgA  Nephropathy,  and  now,  pregnant,  lives  in  fear  of  los- 
ing a  sixth.  Another  mother  has  a  son  who  just  won  a  baseball  scholarship  to  Stan- 
ford: the  family  is  thrilled  and  scared  at  the  same  time,  for  their  boy  is  now  too 
sick  to  play. 
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These  are  just  a  few  of  the  stories  of  people  with  IgA  Nephropathy.  But  they  could 
be  stories  of  anyone  wit±i  just  about  any  kidney  disease.  Kidney  msease,  be  it  pri- 
mary like  IgA  Nephropathy,  or  secondary  to  another  disorder  like  diabetes,  affects 
all  systems  of  the  body  and  once  established  it  is  remorseless  in  its  progress.  Is  it 
fair  to  fund  research  into  one  disease  while  others  not  so  fortunate  as  to  have  their 
own  advocacy  groups  go  unfunded? 

From  your  point  of  view — from  the  point  of  view  of  a  Congress  facing  knotty  is- 
sues of  health  care  reform  and  budget-balancing — the  question  is  not  so  much 
whether  it  is  fair  as  whether  it  is  wise.  Let  me  suggest  that  if  the  United  States 
Government  wishes  to  rein  in  runaway  expenditures  on  entitlements,  wisdom  lies 
in  spending  more  now,  upfront,  on  research  into  means  of  preventing  progression 
in  ail  kidney  diseases.  This  would  include  all  types  of  glomerulonephritis,  such  as 
membranoproliferative  and  membranous,  as  well  as  focal  glomeruloscelerosis,  seg- 
mental hyalinosis,  nephrotic  syndrome,  interstitial  nephritis,  and  others. 

For  some  types  of  secondary  kidney  disease,  such  as  diabetes  and  hypertensive 
kidney  disease,  we  have  already  a  fair  idea  of  the  causes  and  ways  of  slowing  or 
preventing  onset.  For  some  primary  diseases,  such  as  Alport's  syndrome  or  poly- 
cystic kidney  disease,  we  know  the  cause  is  genetic  and  the  eventual  therapy  mav 
well  involve  gene  manipulation.  But  for  too  many  primary  kidney  diseases,  includ- 
ing IgA  Nephropathy,  we  haven't  a  clue.  Not  knowing  the  cause,  we  don't  know  how 
to  protect  people  from  developing  the  disease. 

Why  we  need  to  spend  more  money  on  basic  and  clinical  research  is  obvious  to 
anyone  who's  looked  at  Medicare.  The  costs  for  Medicare's  End-Stage  Renal  Disease 
program  have  always  far  outrun  projections.  As  Congressman  Pete  Stark  said  last 
spring  when  testifying  on  our  behalf,  "In  the  last  three  years,  we  rather  casually 
started  paying  for  a  new  drug  to  make  [ESRD]  patients  feel  less  anemic,  and  Medi- 
care is  now  spending  over  $400  million  a  year  on  that  drug — a  drug  that  doesn't 
prevent  the  disease  or  cure  it."  Yet  that  drug,  erythropoeitin,  is  essential  to  the 
well-being  and  long-term  health  of  patients  in  Mdney  failure. 

Over  13  million  Americans  suffer  from  kidney  disease.  Since  Medicare  began  to 
offer  coverage  for  patients  in  kidney  failure,  it  has  paid  for  the  dialysis  or  transplan- 
tation of  approximately  half  a  million  people.  Our  costs  for  this  program  now  run 
over  $6  billion  per  year,  of  which  we  estimate  half  a  billion  dollars  go  to  maintain- 
ing patients  whose  kidneys  have  failed  from  IgA  Nephropathy  alone.  There  are  an 
estimated  150,000  diagnosed  IgA  Nephropathy  patients  in  the  U.S.,  and  unknown 
others  who  have  the  disease  in  a  silent  form.  If  40-50  percent  of  these  go  on  to  renal 
failure,  as  they  are  likely  to  do,  we  face  substantial  additions  to  the  ESRD  program 
over  the  years.  But  this  is  also  true  for  myriads  of  other  primary  kidney  diseases 
for  which  our  epidemiological  data  are  just  as  poor  as  they  are  for  IgA  Nephropathy. 

Even  if  we  could  accommodate  endless  numbers  of  kidney  patients  without  strain 
to  the  economy  or  our  health  resources,  the  ESRD  program  is  only  a  stopgap  meas- 
ure to  prolong  lives  that  would  otherwise  be  cut  short  in  a  most  excruciating  man- 
ner. The  ESRD  patient  faces  a  substantially  reduced  quality  of  life  and  substantially 
heightened  mortality  risks.  In  the  U.S.,  a  normal  white  male  of  age  35  can  look  for- 
ward to  nearly  forty  additional  years  of  life;  an  ESRD  male  the  same  age  will  be 
lucky  to  see  his  child  graduate  from  high  school,  let  alone  enjoy  any  grandchildren. 
He  can  expect  to  live  little  more  than  seven  years.  It  is  unlikely  his  health  will  per- 
mit him  to  work.  Unemployment  runs  about  40  percent  among  ESRD  patients  who 
can  work;  those  who  can't  and  are  classified  disabled,  another  30  percent,  qualify 
for  Social  Security  disability  payments.  "Patients  who  were  not  poor  before  are  very 
likely  to  become  so  after  the  onset  of  ESRD,"  the  U.S.  Renal  Data  System's  1991 
Report  concludes. 

Medicare's  share  of  the  cost  runs  about  80  percent  per  patient,  or  an  average  of 
nearly  $31,000  in  1989.  That  cost  has  since  risen  ana  it  does  not  reflect  contribu- 
tions by  insurers,  patients,  and  states,  nor  does  it  include  such  substantial  costs  as 
outpatient  drugs,  lost  productivity,  disability,  and  Social  Security  payments.  For  all 
the  money  we  pay,  some  would  argue  that  we're  not  getting  very  good  value.  The 
United  States  has  the  worst  record  in  the  industrialized  world  for  mortality  and 
morbidity  among  dialysis  patients.  Medicare  allows  reuse  of  dialysis  filters  and 
shorter  and  less  frequent  dialysis  sessions  than  other  countries  find  acceptable.  Our 
patients  pay  in  increased  risk  of  infection,  brain  damage,  and  death. 

Nor  is  transplantation  the  answer.  Even  if  there  were  enough  living  donor  and 
cadaver  organs  to  go  around,  the  touted  success  rate  of  90  percent  applies  only  to 
the  first  year  after  transplantation.  Half  of  all  transplanted  kidneys  fail  within  five 
years,  three  quarters  within  ten  years.  At  approximately  $100,000  per  operation, 
this  is  a  lot  to  spend  on  a  temporary  patch-job. 

I  raise  these  statistics  because  I  believe  you  will  find  them  as  horrifjdng  as  I  do. 
Only  I  don't  think — at  least,  I  fervently  pray — that  none  of  you  are  in  the  position 
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that  I  and  thousands  of  other  parents  whose  children  have  IgA  Nephropathy,  or  the 
milhons  whose  children  have  another  kidney  disease,  find  ourselves.  We  do  not 
want  to  see  our  children  consigned  to  Medicare's  ESRD  program,  we  do  not  want 
them  to  suffer  through  dialysis,  or  have  their  hopes  falsely  raised  by  the  promise 
of  transplantation.  We  want  to  see  the  progression  of  their  disease  stopped,  so  that 
all  this  will  become  unnecessary  and  so  that  they  may  return  to  their  places  as  pro- 
ductive members  of  the  society. 

For  this  we  need  your  continued  help.  The  NIDDK  has  made  a  promising  start 
with  its  initiative  on  IgA  Nephropathy;  it  deserves  further  support.  Although  the 
budget  for  the  NIDDK  increased  by  slightly  over  5  percent  last  year,  this  is  not  suf- 
ficient to  the  task  of  funding  new  research.  Not  long  ago,  50  percent  of  the  top-rated 
grant  proposals  received  by  the  NIH  were  funded;  now  that  figure  is  down  to  15 
percent.  Many  meritorious  proposals,  many  projects  the  Institutes  believe  should  be 
funded,  never  receive  any  money,  and  the  research  is  never  done. 

If  we  focus  our  efforts  on  (1)  preventing  primary  kidney  disease  by  understand- 
ing— and  combatting — its  causes;  (2)  detecting  kidney  disease  in  its  early  stages, 
particularly  among  children;  and  (3)  on  arresting  its  progression,  we  stand  a  chance 
of  stemming  the  flow  of  young  people  and  adults  into  Medicare's  ESRD  program. 
Otherwise,  the  numbers  of  suffering  patients  and  the  costs  of  maintaining  them  will 
go  on  rising. 

We'd  like  to  see  this  Congress  adopt  as  its  goal  reducing  the  numbers  of  Ameri- 
cans who  will  need  Medicare  in  the  future  by  helping  prevent  the  further  deteriora- 
tion of  their  kidneys.  To  accomplish  this,  we  ask  that  you:  Support  the  present 
NIDDK  research  initiative  on  IgA  Nephropathy  to  the  fullest  extent  possible;  en- 
courage the  NIDDK  to  aggressively  promote  basic  research  into  the  causes  of  pri- 
mary kidney  disease  and  clinical  research  into  treatments,  particularly  for  children 
and  adolescents;  urge  the  NIDDK  to  promote  early  detection  of  kidney  disease  as 
a  means  of  helping  reduce  progression;  and  ensure  the  NIDDK's  budget  is  sufficient 
to  these  objectives  of  preventing,  detecting,  and  stopping  the  progression  of  kidney 
disease. 

STATEMENT  OF  ROGER  GUILLElVnN,  M.D.,  Ph.D.,  DIRECTOR,  WHITTIER 
INSTITUTE  FOR  DIABETES  AND  ENDOCRINOLOGY 

Senator  Reid.  Dr.  Roger  Guillemin. 

Dr.  Guillemin.  Mr.  Chairman  and  members  of  the  committee,  I 
am  Dr.  Roger  Guillemin — Guillemin  is  easier,  the  American  way  of 
the  French  Guillemin — distinguished  scientist  and  director  of  the 
Whittier  Institute  for  Diabetes  and  Endocrinology  at  Scripps  Me- 
morial Hospital  in  La  Jolla,  CA.  I  have  been  a  teacher  and  re- 
searcher for  more  than  4  years,  and  I  am  proud  to  have  received 
the  National  Medal  of  Science  from  President  Carter  and  the  Nobel 
Prize  in  Medicine  in  1977. 

Thank  you  for  the  opportunity  to  appear  before  you  today.  I  am 
here  today  on  behalf  of  nine  leading  diabetes  research  institutes 
throughout  the  country,  the  newly  created  National  Diabetes  Re- 
search Coalition,  because  we  are  concerned  about  a  serious  lack  of 
funding  for  diabetes  research  delaying  current  efforts  at  finding  a 
cure  for  diabetes. 

Maybe  I  should  say  that  I  am  here  on  behalf  of  the  14  million 
Americans  suffering  from  diabetes  and  its  complications.  Diabetes 
is  the  third  leading  cause  of  death  in  this  country;  95  percent  of 
all  blind  people  in  this  country  are  so  because  of  diabetes  complica- 
tions. Amputations  of  toes,  of  limbs,  kidney  transplants  in  young 
and  old  are  due  mostly  to  diabetes  complications. 

Funding  of  medical  research  by  our  Federal  Government  through 
the  NIH  over  the  last  40  years  has  made  the  United  States  the 
leading  country  in  the  world  in  medical  knowledge.  In  the  case  of 
diabetes,  however.  Federal  support  has  not  kept  up  with  that  ex- 
panding knowledge. 
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Mr.  Chairman,  for  the  first  time  in  my  long  life  in  medical  re- 
search I  will  make  a  statement  today  which  I  would  never  have 
made,  never  been  able  to  make  10  years  ago.  I  think  I  can  say  hon- 
estly that  recent  knowledge  in  the  field  of  cell  transplantation  in 
particular  allows  us  to  talk  today  of  a  possible  cure  of  juvenile  dia- 
betes, a  complex  disease  for  which  we  have  had  only  difficult  and 
imperfect  treatment  with  insulin  for  70  years. 

Long-term  prevention  of  the  disease  amounting  to  a  practical 
cure  can  now  be  discussed  by  us  in  the  laboratory  and  in  the  hos- 
pital because  of  the  reality — to  become  a  reality  in  the  next  few 
years.  That  will  not  happen  with  the  current  level  of  funding  for 
diabetes  research. 

The  National  Diabetes  Research  Coalition,  on  whose  behalf  I 
speak  today,  respectfully  calls  for  Congress,  upon  Congress  to  in- 
crease the  diabetes  research  budget  at  NIDDK  from  what  it  is  now, 
$280  million  a  year,  to  $340  million  for  fiscal  year  1995,  eventually 
to  double  that  research  budget  for  fiscal  year  1996.  In  future  fiscal 
years,  the  coalition  would  expect  Congress  to  continue  to  increase 
diabetic  research  funding.  Budget  doubling  over  2  years  is  not 
without  precedent,  as  happened  in  the  case  of  AIDS  and  breast 
cancer  studies. 

PREPAEED  STATEMENT 

Furthermore,  the  coalition  supports  the  ad  hoc  group  for  medical 
research  funding  in  its  recommendation  for  a  budget  of  $11.95  bil- 
lion for  all  of  NIH.  On  behalf  of  the  National  Diabetes  Research 
Coalition  and  of  all  the  patients  we  want  to  help,  thank  you,  Mr. 
Chairman,  for  this  opportunity  to  present  our  views. 

[The  statement  follows:] 

Statement  of  Roger  Guillemin,  M.D. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Roger  Guillemin,  Dis- 
tinguished Scientist  and  Director  of  the  Whittier  Institute  for  Diabetes  and  Endo- 
crinology at  Scripps  Memorial  Hospital  in  La  Jolla,  California.  Thank  you  very 
much  for  giving  me  this  opportunity  to  appear  before  you  this  morning  to  speak 
about  a  major  societal  disease  not  receiving  the  attention  it  should  from  our  federal 
government,  but  one  that  needs  far  more:  that  disease  is  diabetes.  As  you  may 
know,  I  have  been  a  teacher  and  researcher  for  more  than  forty  years  and  am  most 
proud  of  receiving  the  National  Medal  of  Science  from  President  Jimmy  Carter  and 
being  honored  as  a  recipient  of  the  Nobel  Prize  in  Medicine  in  1977. 

I  am  here  today  on  behalf  of  nine  leading  diabetes  research  institutes  and  medical 
centers,  which  are  very  concerned  about  the  serious  lack  of  funding  for  diabetes  re- 
search and  the  implications  this  scarcity  has  for  treating  the  complications  of  diabe- 
tes and  ultimately  finding  a  cure  for  what  is  truly  an  epidemic.  This  group,  known 
as  the  National  Diabetes  Research  Coalition,  includes  the  Barbara  Davis  Center  for 
Childhood  Diabetes  (Colorado),  the  Children's  Diabetes  Foundation  (Colorado),  the 
Diabetes  Research  Institute  at  the  University  of  Miami  (Florida),  the  Diabetes  Re- 
search Institute  Foundation  (Florida),  the  JosHn  Diabetes  Center  (Massachusetts), 
the  National  Disease  Research  Interchange  (Pennsylvania),  the  Sansum  Medical  Re- 
search Foundation  (California),  the  University  of  Florida  College  of  Medicine  (Flor- 
ida), and  the  Whittier  Institute  (California). 

I  must  share  with  you  the  harsh  realities  of  diabetes  and  its  complications.  Every 
year  the  number  of  Americans  with  diabetes  increases.  It  is  currently  estimated 
that  there  are  approximately  14  million  citizens  suffering  from  diabetes.  Both  the 
young  and  old  are  susceptible  to  this  disease.  It  can  be  most  damaging  to  our  chil- 
dren. Imagine  if  you  will  a  juvenile  diabetic  diagnosed  at  age  six,  who  by  the  age 
of  thirty  is  blind  or  has  lost  the  function  of  a  kidney.  Not  only  has  that  person's 
quality  of  life  been  irreversibly  damaged,  but  the  disease  and  its  complications  have 
added  significantly  to  the  cost  of  our  Nation's  health  care  bill — one  we  are  so  des- 
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perately  trying  to  understand  and  get  under  control.  We  must  also  recognize  that 
a  diabetic  suffering  from  complications  loses  valuable  time  to  be  a  productive  and 
contributing  member  of  society.  And  blindness  and  kidney  failure  are  not  the  only 
complications  caused  by  diabetes.  Add  to  the  list  vascular  problems  leading  to  gan- 
grene and  leg  amputations. 

Diabetes,  taken  with  its  complications,  is  the  third  leading  cause  of  death  in  this 
country.  It  is  estimated  that  diabetes  and  its  complications  account  for  more  than 
$100  billion  in  health  care  costs  annually.  This  translates  to  about  11  percent  of  this 
country's  $900  billion  health  care  bill — a  significant  expenditure,  one  that  must  be 
focused  on  in  the  context  of  health  care  reform.  For  we  cannot  expect  to  solve  this 
Nation's  health  care  crisis  if  we  cannot  invest  in  preventing,  treating,  and  curing 
our  most  costly  diseases. 

The  National  Diabetes  Research  Coalition  respectfully  calls  upon  Congress  to  dou- 
ble the  diabetes  budget  at  NIDDK  from  what  is  now  about  $280  million  to  $560  mil- 
lion for  fiscal  year  1995.  In  future  fiscal  years,  the  Coalition  would  expect  Congress 
to  continue  to  increase  diabetes  funding  beyond  its  $560  million  request.  A  budget 
doubling  in  one  year  is  not  without  precedent.  In  fact,  during  the  six  year  period 
from  1985  to  1991,  the  AIDS  budget  at  NIH  grew  from  $66  million  to  over  $1  bil- 
lion. Over  six  years  this  budget  grew  fifteen  fold,  or  on  average,  by  two  and  a  half 
times  every  year  for  six  years! 

Funding  biomedical  research  is  the  most  cost  effective  investment  in  health  care 
we  can  make  for  our  Nation.  I  speak  from  experience.  I  am  proud  to  say  that  my 
Nobel  Prize  winning  discovery  in  the  mid  1970's,  that  the  human  brain  produces 
hormones,  which  led  to  treatments  for  diabetes,  was  the  direct  result  of  NIH  sup- 
port. About  90  percent  of  that  research  was  funded  by  the  federal  government.  And 
while  I  believe  someone  would  have  eventually  made  this  discovery — as  there  are 
a  number  of  excellent  researchers  around  the  country — I  do  not  believe  it  could  have 
been  made  at  that  time  without  the  federal  support  we  received.  And  can  we  really 
put  a  price  tag  on  the  years  of  improved  lifestyles  people  have  led  since  that  time? 

Unfortunately,  federal  support  for  biomedical  research  in  the  United  States  has 
consistently  dwindled  over  the  years.  In  fact,  just  last  year,  the  NIH  cut  a  third  of 
my  Institute's  budget — $2  million  out  of  a  $6  million  budget — when  the  very  pro- 
gram project  grant  which  supported  my  Nobel  Prize  winning  effort  went  unfunded 
for  the  first  time  in  21  years.  The  Whittier  Institute,  Uke  many  other  leading  re- 
search institutes,  has  felt  the  sting  of  the  government's  words  "approved  but  un- 
funded." Unfortunately,  I  know  that  our  experience  is  not  unique. 

And  what  signal  does  this  send  to  our  young  M.D.'s  and  Ph.D.'s,  our  future  pool 
of  researchers?  It  tells  them  to  stay  away,  because  there  won't  be  enough  financial 
support  for  their  innovative  proposals,  because  their  government  hasnt  yet  made 
biomedical  research  a  priority.  A  real  manpower  shortage  has  been  developing  over 
the  last  several  years  which  is  reaching  crisis  proportions.  If  the  federal  government 
does  not  significantly  increase  its  support  for  biomedical  research  soon,  it  will  se- 
verely damage  ongoing  and  future  efforts  to  combat  costly  diseases  and  improve  the 
lives  of  our  citizens. 

In  the  field  of  diabetes  research,  a  doubling  of  the  diabetes  research  budget  could 
speed  the  pace  of  research  to  find  more  effective  methods  of  prevention,  treatment, 
and  even  possibly  a  cure,  so  that  diabetes  can  go  the  way  of  the  once  feared  polio. 
For  example,  there  are  two  major  programs  we  are  trying  to  run  at  the  Whittier 
Institute,  the  first  of  which  depends  heavily  on  federal  support,  and  the  second  of 
which  could  lead  to  major  breakthroughs  for  the  cure  of  diabetes  if  the  federal  gov- 
ernment were  to  increase  its  effort. 

The  first  program  involves  the  treatment  and  prevention  of  the  complications  of 
diabetes.  Without  belaboring  you  with  scientific  details,  allow  me  to  say  that  nearly 
ten  years  ago  we — with  the  support  of  NIH — identified  "growth  factors,"  that  is,  pro- 
teins that  are  found  in  most  tissues  of  the  body  involved  in  the  regulation  of  cell 
replication.  We  are  now  applying  that  discovery  to  develop  treatments  and  preven- 
tive measures  for  complications  of  diabetes,  such  as  blindness  and  vascular  disease. 
The  return  on  this  investment  would  be  immeasurable. 

The  second  program  involves  the  transplantation  of  fetal  cells  in  diabetics  to  en- 
able them  to  produce  insulin  on  their  own,  which  would  cure  the  disease.  The  Whit- 
tier Institute  has  been  fortunate  to  have  been  able  to  conduct  research  in  this  area 
with  private  funds  during  the  federal  moratorium  imposed  by  the  Reagan  Adminis- 
tration and  continued  by  the  Bush  Administration.  With  the  moratorium  lifted  by 
the  Clinton  Administration  over  a  year  ago,  wonderful  opportunities  exist  for  Con- 
gress to  fUnd  this  type  of  research  which  I  strongly  believe  will  lead  to  the  cure  for 
diabetes  at  a  rate  much  faster  with  rather  than  without  support  from  the  federal 
government. 
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If  the  biomedical  research  community  is  going  to  take  advantage  of  the  opportuni- 
ties to  produce  a  healthier,  more  productive  Nation,  it  must  have  the  increased  sup- 
port of  the  federal  government.  We  must  take  action  now.  The  National  Diabetes 
Research  Coalition  supports  an  increase  to  $560  million  for  the  diabetes  budget 
within  NIDDK  and  the  remainder  of  NIDDK  Director  Gorden's  professional  judge- 
ment budget  for  the  Institute  in  fiscal  year  1995.  Further,  the  Coalition  supports 
the  Ad  Hoc  Group  for  Medical  Research  Funding  in  its  recommendation  for  a  budget 
of  $11.95  billion  for  all  of  NIH. 

On  behalf  of  the  National  Diabetes  Research  Coalition,  thank  you  very  much  for 
this  opportunity  to  present  our  views.  I  would  be  pleased  to  answer  any  questions 
you  may  have. 

STATEMENT  OF  KENNETH  E.  QUICKEL,  JR.,  M.D.,  PRESmENT,  JOSLIN 
DIABETES  CENTER 

Senator  Reid.  Doctor,  how  do  you  say  it? 

Dr.  QuiCKEL.  Ken  Quickel. 

Senator  Reid.  Quickel,  just  like  it  reads.  Please  proceed. 

Dr.  Quickel.  I  am  Dr.  Ken  Quickel,  president  of  the  Joslin  Dia- 
betes Center  in  Boston,  which  I  understand  some  of  you,  including 
the  staff,  know  better  than  I  do. 

Like  everybody  else  who  is  here  today,  I  appreciate  the  oppor- 
tunity to  present  testimony  to  assist  you  in  this  difficult  task  of  al- 
locating funds  for  biomedical  research. 

Health  care  reform  is  a  leading  agenda  item  today  and  cost  is  a 
leading  component  of  that  debate.  We  must  focus  our  research  ex- 
penditures where  there  will  be  the  most  effect  on  the  most  people, 
and  hopefully  where  we  can  promise  cost  savings. 

In  the  past  we  have  focused  our  funding  on  diseases  that  gen- 
erally have  met  three  criteria.  The  first  is  that  they  have  had  a 
major  cost  impact  in  some  way.  The  second  is  that  large  numbers 
of  people  would  benefit  from  help  with  the  disease.  And  the  third 
is  we  focused  on  diseases  where  additional  research  spending  is 
likely  to  produce  results,  such  as  Dr.  Guillemin  just  alluded  to. 

To  our  credit  as  a  Nation,  we  took  AIDS  funding  from  $66  mil- 
lion in  1985  when  the  epidemic  was  well  established,  to  an  amount 
now  that  is  well  over  $1  billion  in  funding  for  AIDS  research,  a  15- 
fold  increase.  We  took  breast  cancer  funding  from  $65  million  in 
1987  to  its  present  level  of  $383  million.  And  these  are  diseases 
that  we  judged,  as  a  Nation,  met  the  criteria  that  I  listed  earlier. 

I  believe  now,  that  diabetes  clearly  meets  that  kind  of  a  criteria. 
It  costs  us  over  $100  billion  a  year  to  take  care  of  people  with  dia- 
betes, and  that  is  10  percent  of  our  national  health  care  expendi- 
tures and  we  can  impact  that  positively.  Diabetes  affects  14  million 
people,  so  there  are  a  lot  of  folks  that  will  be  benefitted  from  our 
attention  to  this  disease.  And,  in  fact,  the  research  is  now  primed 
for  massive  effectiveness  in  terms  of  addressing  this  disease. 

PREPARED  STATEMENT 

So  what  we  are  supporting  is,  in  the  current  year,  the  kind  of 
relatively  conservative  funding  increases  that  are  being  proposed 
by  the  Juvenile  Diabetes  Foundation  and  the  American  Diabetes 
Association.  But  for  the  coming  fiscal  year,  we  would  like  the  com- 
mittee to  consider  establishing  a  goal  of  doubling  funding  for  diabe- 
tes research  through  the  NIH,  and  during  the  next  several  months 
to  receive  testimony  and  evidence  concerning  the  feasibility  and  ad- 
visability of  such  a  doubling  to  occur,  and  whether  that  kind  of  ex- 
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penditure  would,  in  fact,  produce  the  kinds  of  savings  that  we  be- 
lieve it  would. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Dr.  Kenneth  E.  Quickel,  Jr. 

Mr.  Chairman  and  Members  of  the  Committee,  thank  you  for  the  opportunity  to 
present  testimony  to  assist  you  in  the  difficult  matter  of  determining  what  alloca- 
tions for  biomedical  research  are  in  the  best  interest  of  our  nation.  Today  I  am 
speaking  on  behalf  of  the  Joslin  Diabetes  Center,  the  world's  largest  patient  care 
and  research  institute  dedicated  to  diabetes.  I  am  also  reflecting  the  views  of  several 
of  the  other  leading  diabetes  research  institutes,  which  met  recently  in  Chicago  to 
discuss  the  state  of  our  research  efforts  to  defeat  diabetes. 

First,  I  want  to  thank  the  Committee  for  mentioning  and  recognizing  Joslin  Dia- 
betes Center  in  the  report  accompanying  the  fiscal  1994  Appropriations  Act.[l] 
JosUn  is  currently  involved  in  competitive  proposals  in  three  NIH  areas  providing 
important  funding  for  diabetes  initiatives:  NIDDK,  NEI  and  NCCR. 

In  a  year  when  health  care  reform  is  a  leading  agenda  item,  your  deliberations 
have  particular  significance.  It  is  clearly  important  to  assure  that  our  expenditures 
result  in  the  maximum  benefit.  Ideally,  the  diseases  upon  which  we  focus  expendi- 
tures for  medical  research  should  be  able  to  meet  three  basic  tests: 

Does  the  disease  have  major  cost  impacts? 

Are  there  large  numbers  of  people  who  would  benefit  from  a  major  expansion  of 
the  research  effort? 

Do  research  expenditures  have  a  high  probability  of  resulting  in  improvements  in 
outcomes? 

In  the  past,  we  have  committed  significant  financial  resources  to  new  research  ef- 
forts when  diseases  have  met  these  criteria.  Some  very  important  efforts  have  re- 
sulted: 

AIDS  Research. — In  1985,  when  the  AIDS  epidemic  was  well  established,  NIH 
funding  was  $66  million.  Over  the  next  two  years,  we  more  than  quadrupled  AIDS 
research  funding,  and  by  1991  funding  exceeded  a  billion  dollars,  a  15-fold  increase 
over  just  six  years. [2] 

Breast  Cancer  Research. — ^With  recognition  that  women's  health  issues  had  not  re- 
ceived sufficient  attention,  we  increased  funding  for  breast  cancer  research  from  $65 
million  in  fiscal  1987  to  $383  million  in  fiscal  1995.[3] 

The  Committee  is  to  be  congratulated  for  these  and  many  other  monumental  com- 
mitments to  conquer  important  diseases  when  the  time  was  right,  even  in  the  face 
of  the  annual  constraints  on  funding. 

Now  the  time  has  come  to  commit  ourselves  to  the  goal  of  bringing  about  the  de- 
feat of  diabetes.  The  basic  premise  that  I  will  present  is  that  diabetes  research 
meets  all  of  the  criteria  for  a  major  push  at  this  time,  and  that  we  should  adopt 
a  goal  of  doubling  research  funding  for  diabetes  over  the  next  two  years. 

THE  IMPACT  OF  DIABETES 

Diabetes  is  the  prototype  chronic  disease,  and  it  affects  about  14  million  Ameri- 
cans. Together  with  its  complications,  diabetes  is  the  third  leading  cause  of  death. 
It  is  the  leading  cause  of  blindness  in  working  aged  Americans,  the  leading  cause 
of  end-stage  renal  failure  and  non-traumatic  amputations,  and  a  major  risk  factor 
for  heart  attacks,  strokes  and  other  manifestations  of  arteriosclerosis. [4]  It  is  a  dev- 
astating killer,  its  fi*equency  is  increasing,  and  it  is  incurable.  Diabetes  clearly 
meets  the  first  two  funding  criteria. 

Economic  studies  of  the  impact  of  diabetes  have  documented  the  people  with  dia- 
betes account  for  over  $100  billion  in  health  care  expenses  each  year.[5,6]  That's 
about  ten  percent  of  our  national  health  care  expenditures.  Whatever  health  care 
reform  package  you  approve,  it  cannot  fully  succeed  unless  the  problem  of  diabetes 
is  addressed. 
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DIABETES  RESEARCH  COMMITMENT 

We  have  not  allocated  resources  to  diabetes  research  anywhere  near  the  national 
impact  of  this  devastating  and  common  disease.  The  following  table  presents  some 
facts  about  how  we  presently  allocate  our  resources: 

Expenditure  category  All  uses  Diabetes  Percent 

Health  care  expenditures  $1,000,000,000,000  $100,000,000,000  10. 

National  Institutes  of  Health  11,000,000,000  287,000,000  Under  3. 

THE  STATE  OF  DIABETES  RESEARCH 

Diabetes  research  stands  at  the  threshold  of  major  advances  that  promise  to 
produce  unprecedented  human  benefits.  Some  examples: 

We  can  now  prevent  diabetes  in  some  models,  and  research  at  Joslin  has  provided 
evidence  that  these  tactics  are  effective  in  children  who  are  destined  to  develop  dia- 
betes.[7]  A  large  national  study  is  being  initiated,  but  it  is  grossly  underfunded. 

Over  95  percent  of  the  blindness  due  to  diabetes  can  be  prevented,  but  we  lack 
the  techniques  and  resources  to  extend  this  benefit  to  the  general  public.  [8]  At 
Joslin  we  are  now  studying  computerized  screening  methods  that  can  be  super- 
imposed on  an  information  superhighway  or  transmitted  via  satellites,  allowing 
screening  in  even  the  most  remote  and  underserved  areas. 

Diabetic  renal  disease  can  be  reduced  by  more  than  half  through  the  use  of  spe- 
cific antihypertensive  medications[9]  and  by  applying  new  techniques  for  the  inten- 
sive therapy  of  diabetes. [10]  These  methods  are  still  crude,  and  much  research  is 
needed  to  extend  this  benefit  to  the  general  public. 

Thus,  diabetes  meets  the  third  of  our  criteria  as  well. 

RECOMMENDATIONS 

1.  The  Joslin  Diabetes  Center  supports  the  following  recommendations  for  fiscal 
year  1995:  NIDDK:  $798  million;  this  represents  a  very  modest  11  percent  increase, 
which  is  politically  practical  at  this  time,  but  will  fall  to  maximize  the  potential  for 
diabetes  research  to  bring  proportionate  benefits  to  our  nation's  health  care  needs; 
NIH:  $11.95  billion;  this  is  a  very  conservative  9  percent  increase,  which  is  feasible 
in  the  current  year,  but  inadequate  to  support  the  future  need  of  our  health  care 
system  for  knowledge  which  will  reduce  the  annual  per  capita  cost  of  health  care; 
CDC  Division  of  Diabetes  Translation:  $69.5  million;  and  this  is  the  last  $51.6  mil- 
lion increase,  which  is  necessary  to  support  the  diabetes  public  health  initiatives 
that  a  national  health  care  system  requires. 

2.  The  Joslin  Diabetes  Center  further  recommends  that  the  Committee  support 
a  doubling  of  expenditure  for  the  cumulative  total  of  diabetes  research  funding  in 
fiscal  year  1996,  and  that  this  recommendation  be  included  in  the  record  of  the 
Committee  and  transmitted  to  the  Executive  Branch.  This  recommendation  is  sup- 
ported in  the  testimony  outlined  herein.  Coming  months  will  provide  an  adequate 
opportunity  to  study  this  recommendation,  measure  its  support,  and  conduct  the 
discussions  that  will  be  necessary  for  its  inclusion  in  the  1996  budget. 
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Senator  Reid.  You  know,  last  week  we  participated  in  a  hearing 
to  mark  up  a  clean  water  bill  in  the  environment  committee,  and 
we  had  a  room  this  size  and  it  was  overflowing,  people  jammed, 
you  know,  hanging  out  the  windows.  We  have  this  hearing  here 
today  and  we  have  the  witnesses  here  and  some  of  their  friends 
that  came  along,  and  that  is  about  it.  The  press  table  is  basically 
empty  but  yet  the  impact  of  what  we  are  doing  here  is  certainly, 
I  would  think,  for  the  economic  well  being  of  the  country,  certainly 
more  important  than  clean  water.  Clean  water  is  extremely  impor- 
tant, and  I  do  not  in  any  way  mean  to  lessen  that. 

But  we  have  talked  about  a  number  of  diseases  here.  Of  course, 
diabetes,  where  we  have  somebody  who  has  won  a  Nobel  Prize  in 
medicine  who  has  told  us  that  after  having  been  in  research  for  40 
years,  you  can  now  say  with  some  assurance  that  there  is  a  cure 
for  this  disease  down  the  road.  You  have  never  said  that  before. 

Dr.  GuiLLEMiN.  Certainly. 

Senator  Reid.  But  as  I  have  indicated,  we  are  just  here  talking 
to  each  other.  And  clean  water,  you  know,  if  there  had  been  a  pro- 
nouncement like  that  there  would  have  been  a  rush  out  the  door, 
you  would  have  had  to  call  in  the  riot  squad.  So  I  appreciate  your 
testimony.  I  have  a  number  of  questions.  I  just  wish  there  were 
more  here  to  kind  of  join  in  our  cause,  for  lack  of  a  better  way  to 
describe  it. 

Dr.  Cockett,  you  have  indicated  that  you  think  we  need  more 
money.  Is  that  right? 

Dr.  Cockett.  Yes;  it  is  possible,  yes.  Yes,  indeed,  Senator. 

Senator  Reid.  And  I  do  not  say  that — I  mean  I  know  that  is  what 
you  are  saying.  But  our  responsibility,  as  I  indicated  early  on,  if 
we  increase  funding  anyplace,  we  have  to  figure  out  some  place 
from  where  to  take  it.  And  that  is  what  we  are  going  to  have  to 
do,  and  that  is  not  an  easy  task.  We  not  only  have  the  people  you 
have  heard  here  today,  but  100  other  groups  who  have  significant 
problems. 

Mrs.  Hellegers,  you  have  indicated  that  there  is  significant  dif- 
ference between  kidney  dialysis  patients  that  are  treated,  for  exam- 
ple, in  France,  and  in  the  United  States. 

Mrs.  Hellegers.  Yes. 

Senator  Reid.  Could  the  reason  for  the  statistical  variance  there 
be  the  fact  that  we  treat  far  more  than  they  treat?  And  what  I 
mean  by  that  is,  for  example,  in  Great  Britain  if  you  are  over  age 
50,  or  whatever  the  age  is,  you  do  not  get  dialysis. 

Mrs.  Hellegers.  That  is  possibly  a  partial  contributor  to  it,  but 
I  think  most  analysts  consider  that  the  short  period  of  dialysis 
times  and  the  reuse  of  dialysis  filters  are  the  main  causes. 

Senator  Reid.  Say  that  again. 

Mrs.  Hellegers.  Shorter  dialysis  sessions. 

Senator  Reid.  I  see. 

Mrs.  Hellegers.  Less  frequently,  and  also  the  reuse  of  dialysis 
filters  are  usually  considered  to  be  the  culprits.  But,  yes;  there  is 
a  larger  older  cohort  among  our  dialysis  patients. 

Senator  Reid.  We,  in  effect,  have  a  mass  producing,  mass  han- 
dling of  patients  dialysis.  We  are  trying  to  speed  up  the  process  to 
get  more  through,  is  that  what  you  are  saying? 

Mrs.  Hellegers.  Yes. 
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Senator  Reid.  Tell  me  about  the  filters.  I  did  not  understand 
that. 

Mrs.  Hellegers.  Well,  I  am  not — my  area  of  expertise  is  not 
really  on  dialysis.  I  was  bringing  out  statistics  about  the  Medicare 
ESRD  program  because  I,  and  many  other  parents,  are  frightened 
at  the  lack  of  attention  being  paid  to  stopping  the  progression  of 
kidney  disease  with  primary  diseases  like  IgA  nephropathy  that 
are  not  the  byproduct  of  a  secondary  disease  like  hypertension  or 
diabetes.  These  are  diseases  that  strike  kids  and  adolescents. 

Senator  Reid.  Those  are  staggering  figures,  though,  you  know, 
the  7  percent  compared  to  25  percent. 

Mrs.  Hellegers.  Yes;  they  are.  But  we  are  faced  with  watching 
our  children  have  to  enter  this  program  in  maybe  10  years,  maybe 
20  years  if  they  have  a  slowly  progressive  disease,  less  time  if  the 
disease  is  rapidly  progressive.  And  what  I  found  in  the  case  of  IgA 
nephropathy  was  that  there  had  been  one  Federal  grant  in  the  past 
decade  for  the  study  of  this  disease. 

Now,  that  is  changing  thanks  to  this  committee's  interest,  but 
there  are  still  other  diseases  out  there  like  membranonephritis  and 
membranis,  and  I  could  go  on  and  on,  that  are  not  getting  atten- 
tion, that  do  not  have  groups  organized  to  come  and  speak  to  you 
on  their  behalf,  and  their  need  is  just  as  urgent. 

Senator  Reid.  Doctor — how  do  you  say  your  name? 

Dr.  GuiLLEMIN.  Guillemin. 

Senator  Reid.  Guillemin. 

Dr.  Guillemin.  Guillemin  is  the  easiest  way. 

Senator  Reid.  Yeah,  it  is  easy.  Why  do  you  have  the  confidence, 
for  lack  of  a  better  description,  that  you  have  never  had  before? 
You  indicated  you  thought  because  of  cell  transplantation — ^by  the 
way,  a  lot  of  that  happened  in  Reno,  NV.  Are  you  aware  of  that? 

Dr.  Guillemin.  That  is  right.  Senator.  That  is  correct. 

Senator  Reid.  But  tell  me,  why  do  you  make  that  statement? 

Dr.  Guillemin.  Because  I  know  of  several  groups  throughout  the 
country,  and  one  particularly  at  the  Whittier  Institute,  where  we 
do  have  the  capability  at  the  moment  to  grow  fetal  cells,  human 
fetal  cells,  and  eventually  see  them  make  insulin  in  laboratory  ani- 
mals when  we  implant  them  into  these  animals.  There  is  evidence, 
based  on  all  the  new  knowledge  that  we  now  have  from  molecular 
biology  for  gene  transfer,  that  we  can  actually  train  a  large  number 
of  these  cells  eventually  to  be  transplanted  in  the  juvenile  diabetics 
to  replace  those  cells  of  their  own  pancreas  which  have  been  killed 
one  way  or  another. 

The  major  problem  will  be,  and  it  is  still  with  us,  to  produce 
large  enough  quantities  of  these  cells.  Eventually,  I  think  that  the 
answer  will  be — and  we  need  more  research  to  finalize  it — ^will  be 
to  grow  what  we  call  cell  lines,  which  we  will  be  able  to  grow  in 
thousand  of  gallon  reservoirs,  eventually  to  allocate  to  transplan- 
tation of  these  patients.  We  are  still  some  ways  from  that,  but  we 
have  now  all  the  fundamental  knowledge  to  discuss  it  effectively. 

Senator  Reid.  Scientists  hate  questions  like  this  and  lawyers  love 
them;  what  time  factor  do  you  have  in  mind? 

Dr.  Guillemin.  I  knew  you  would — somebody  would  ask  that 
question,  and  scientists,  honestly,  never  like  to  answer  such  a  ques- 
tion. But  I  think  that  there  is  every  reason  to  believe  that  in  the 
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next  few  years,  maybe  5  years,  there  will  be — in  fact  there  are  al- 
ready a  couple  of  children,  both  in  this  country  and  in  Europe,  who 
have  received,  on  special  consideration,  these  treatments  with 
transplantation  of  cells,  with  remarkable  results. 

Senator  Reid.  During  the  debate  on  the  balanced  budget  that 
went  on  here  for  a  long  time,  one  of  the  Senators  stood  on  the  floor 
and  said  I  would  be  willing  to  spend  money  that  we  do  not  have 
if  we  could  cure  cancer.  And  the  reason  is  obvious,  the  tremendous 
money  it  would  save  our  country.  You  know,  it  is  great  from  a  hu- 
manitarian standpoint,  but  just  the  economic  benefit  that  would  be. 
And  you  have  indicated  that  the — I  think  that  is  what  you  said,  the 
third  leading  cause  of  death  is  diabetes  in  this  country. 

Dr.  GuiLLEMlN.  That  is  correct.  Senator. 

Senator  Reid.  Think  of — and  we  all  have  friends,  relatives,  who 
have  diabetes  in  one  form  or  another,  and  how  debilitating  that 
is — lost  time  from  work  and  school  and  the  tremendous  loss  to  soci- 
ety. I  ask  you — first  of  all,  you  volunteered  that  you  think  for  the 
first  time  in  your  very  long  and  eventful  and  significant  career  in 
medical  research,  that  you  think  there  is  a  cure,  and  you  also  say 
that  if  we  are  fortunate,  maybe  in  the  next  5  years  we  can  have 
some  significant  breakthroughs. 

The  next  question  I  would  like  to  ask  is  how  much  money  would 
it  take  if  I  were  king  and  not  a  member  of  this  subcommittee,  and 
you  came  to  me  and  said,  king,  give  me  this  amount  of  money  and 
we  will  cure  diabetes  and  it  will  not  be  the  third  leading  cause  of 
death  10,  15,  20  years  from  now?  How  much  money  would  it  take? 

Dr.  GuiLLEMlN.  Being  also  reasonable,  we  would  ask  for  a  dou- 
bling of  the  moneys  which  are  now  available  through  the  NIDDK 
Institute.  And  as  Dr.  Quickel  said,  we  are  actually — because  we  un- 
derstand all  the  problems  that,  in  your  wisdom,  you  are  faced  with 
in  terms  of  allocations.  At  the  moment  we  are  asking  for  a  doubling 
of  the  research  budget  for  diabetes  over  the  next  2  years,  eventu- 
ally to  reach  $560  million  in  fiscal  year  1996. 

Senator  Reid.  I  am  sure  we  have  it,  and  the  staff  could  get  it  if 
no  one  here  has  the  information,  but,  what  about  the  loss  to  our 
society,  the  financial  loss  to  society  as  a  result  of  diabetes.  Does 
anybody  know  that?  Dr.  Quickel? 

Dr.  Quickel.  There  are  two  very  recent  studies  that  have  been 
completed  in  the  last  year,  and  they  both  operate  by  a  little  dif- 
ferent set  of  assumptions.  We  know  that  people  with  diabetes 
consume  for  all  of  their  health  care  needs,  the  diabetes  and  what- 
ever else  they  have,  a  little  over  $100  billion  a  year  annually  in 
their  expenditures.  That  is  about  at  least  a  threefold  difference 
from  a  nondiabetic  or  the  average  American. 

We  also  know  that  if  you  take  just  the  diabetes  component  and 
add  up  its  economic  impact  both  in  terms  of  direct  cost  of  care  and 
in  terms  of  the  indirect  expenses  of  lost — costs  of  lost  productivity, 
that  was  in  1992  a  $92  billion  impact.  So  either  way,  it  is  in  the 
ballpark  of  $100  billion  of  impact.  Our  total  health  care  expendi- 
tures this  year  will  pass  the  trillion  dollar  level,  so  we  are  talking 
about  10  percent  of  our  health  care  costs.  And  if  we  could  prevent 
the  disease  and  cure  it  or  preclude  some  of  its  complications 

Senator  Reid.  But,  Dr.  Quickel,  those  are  only  costs  relating  to 
how  much  it  costs  to  take  care  of  the  patient. 
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Dr.  QuiCKEL.  Yes. 

Senator  Reid.  Well,  I  am  talking  about  the  loss  of  an  employer, 
the  time  lost  from  work. 

Dr.  QuiCKEL.  Well,  that  is — the  $92  billion  item,  part  of  it  is  the 
direct  cost  of  actually  taking  care  of  the  diabetes,  but  it  also — in 
that  number,  and  I  think  it  adds  up  to  about  two-thirds  of  that 
number,  are  the  indirect  costs  of  lost  productivity,  absenteeism 
from  jobs,  shortened  duration  of  working  lifetime,  all  of  that  kind 
of  impact. 

Senator  Reid.  This  has  been  very  interesting.  Thank  you  all  very 
much. 

The  next  panel  of  witnesses  include  Dr.  James  Gavin,  represent- 
ing the  American  Diabetes  Association;  Irving  Lipskind,  represent- 
ing the  Montgomery  County  Stroke  Club;  Dr.  Robert  Beall,  rep- 
resenting the  Cystic  Fibrosis  Foundation;  and  Dr.  John  White,  rep- 
resenting the  American  Lung  Association. 

STATEMENT  OF  JAMES  R.  GAVIN  in,  M.D.,  Ph.D.,  PRESIDENT,  AMER- 
ICAN DIABETES  ASSOCIATION 

Senator  Reid.  Dr.  Gavin,  would  you  please  proceed  with  your 
statement. 

Dr.  Gavin.  Thank  you,  Mr.  Chairman  and  subcommittee  mem- 
bers. 

As  president  of  the  American  Diabetes  Association,  my  testimony 
is  on  behalf  of  the  14  million  people  with  diabetes  and  the  other 
25  or  so  million  people  at  risk  for  it,  particularly  minority  groups 
in  this  country.  To  no  lesser  degree,  I  speak  on  behalf  of  a  health 
care  system  which,  as  Dr.  Quickel  just  pointed  out,  expended  more 
than  $90  billion  in  1992  in  support  of  diabetes-related  problems. 

Now,  we  know  it  is  the  complications  of  this  disease  that  plague 
us:  blindness,  kidney  disease  requiring  transplantation  or  dialysis, 
amputations,  heart  attacks,  nerve  damage.  These  same  complica- 
tions result  in  more  than  160,000  deaths  per  year,  but  we  now 
know  that  these  complications  can  be  prevented  and  we  are  in- 
creasingly convinced,  based  on  research  findings  predominantly 
from  NIH-sponsored  research,  that  we  can  prevent  and  cure  the 
major  forms  of  diabetes  that  affect  our  citizens. 

NIH-sponsored  research,  both  direct  and  in  partnership  with  or- 
ganizations like  the  American  Diabetes  Association  and  the  Juve- 
nile Diabetes  Foundation,  has  enjoyed  a  rich  harvest  of  advance- 
ment in  our  fight  against  diabetes.  The  NIDDK-sponsored  diabetes 
control  and  complications  trial,  the  DCCT,  has  shown  us  that  the 
complications  of  eye  disease,  kidney  disease,  and  nerve  disease  can 
be  prevented. 

Likewise,  other  research  that  was  jointly  sponsored  by  NIDDK 
and  private  industry  has  shown  that  the  drug  captopril  can  prevent 
progression  of  diabetic  kidney  disease  to  end-stage  renal  disease, 
which  requires  dialysis,  a  problem,  which  by  itself  accounts  for  over 
$7  billion  per  year  in  costs.  At  the  basic  research  level,  it  has  been 
shown  that  type  I  diabetes  in  experimental  mice  can  effectively  be 
prevented.  These  and  other  studies  like  it  have  paved  the  way  for 
work  in  humans  which  may  prevent  type  I  diabetes  in  humans. 

With  equal  urgency,  the  NIDDK,  in  partnership  with  the  Amer- 
ican Diabetes  Association  and  the  JDF,  continues  the  relentless 
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pursuit  of  the  genetic  basis  of  type  I  and  type  II  diabetes.  We  are 
within  striking  distance  of  a  cure.  We  know  we  can  prevent  the 
compUcations. 

The  promises  of  the  diabetes  research  community  have  not  been 
empty.  We  must  not  slow  our  pace  or  lose  our  momentum.  More 
than  ever,  the  CDC  must  be  able  to  broaden  its  reach  and  deepen 
its  impact  in  the  implementation  of  preventive  strategies,  and 
strengthen  the  State-based  coalitions  that  will  use  much  of  the  new 
knowledge  that  we  have  generated  through  research  to  improve  the 
lives  of  people  with  diabetes. 

PREPARED  STATEMENT 

Thus,  we  acknowledge  with  appreciation  the  tremendous  role 
that  has  been  played  in  our  advancement  of  knowledge  so  far  in 
diabetes  research  by  Federal  dollars,  and  we  urge  your  serious  con- 
sideration, so  that  we  do  not  lose  our  momentum,  of  an  appropria- 
tion of  $11.95  billion  for  the  NIH  in  fiscal  year  1995,  $798  million 
for  NIDDK,  and  $69.5  million  for  the  CDC.  We  are  so  close  in  our 
efforts  to  win  the  victory  in  this  disease,  and  we  thank  you  for  this 
opportunity. 

[The  statement  follows:] 

Statement  of  James  R.  Gavin  III,  M.D. 

The  American  Diabetes  Association  is  the  nation's  leading  voluntary  health  agen- 
cy serving  the  more  than  14  million  Americans  with  diabetes.  The  association  is 
comprised  of  more  than  275,000  lay  and  professional  members  and  has  affiliate  as- 
sociations and  more  than  800  chapters  in  all  50  states.  The  association  has  a  par- 
ticular interest  in  the  diabetes-related  research  supported  by  the  National  Institutes 
of  Health  and  the  prevention  and  control  activities  supported  by  the  Centers  for  Dis- 
ease Control  and  Prevention.  We  appreciate  the  opportunity  to  present  testimony 
before  the  subcommittee  on  the  fiscal  year  1995  funding  of  these  vital  health  care 
programs. 

Diabetes  is  a  metabolic  disorder  that  affects  the  body's  ability  to  produce  or  effec- 
tively use  insulin,  a  hormone  that  helps  convert  blood  sugar  into  energy.  There  are 
two  forms  of  diabetes,  type  I  (insulin-dependent)  and  type  II  (non-insulin  depend- 
ent). Type  I  diabetes  is  characterized  by  the  body's  inability  to  produce  insulin,  usu- 
ally strikes  before  the  age  of  20  and  requires  daily  injections  of  insulin.  Type  II  dia- 
betes is  characterized  by  the  body's  inability  to  effectively  use  the  insulin  it  pro- 
duces. Individuals  diagnosed  with  type  II  diabetes  can  initially  regulate  their  blood 
sugar  levels  through  diet,  exercise  and  oral  medication.  Daily  injections  of  insulin 
may  eventually  be  required. 

Individuals  with  both  type  I  and  type  II  diabetes  are  at  great  risk  for  developing 
the  disease's  life-threatemng  complications:  blindness,  end-stage  kidney  disease, 
damage  of  the  nervous  system,  cardiovascular  disease  and  leg,  toe  and  foot  amputa- 
tions. These  complications  result  in  the  deaths  of  more  than  160,000  Americans 
each  year,  thereby  making  diabetes  the  seventh  leading  cause  of  death  in  America. 
It  is  estimated  that  diabetes  will  cost  our  nation  over  $92  billion  in  direct  and  indi- 
rect medical  costs  in  1994. 

The  support  of  federally-funded  diabetes  research,  aimed  at  finding  a  cure  for  the 
disease,  is  one  of  the  American  Diabetes  Association's  primary  interests.  The  asso- 
ciation is  also  very  supportive  of  federally-funded  prevention  and  control  programs 
that  greatly  improve  the  lives  of  people  with  diabetes. 

research 

For  years,  political  leaders  have  recognized  the  importance  of  improving  the  lives 
of  their  constituents  through  advances  in  biomedical  research.  It  is  also  clear  that 
a  majority  of  Americans  support  federal  funding  of  biomedical  research.  A  recently 
conducted  Harris  Poll  found  that  91  percent  of  Americans  support  increased  federal 
funding  of  medical  research.  More  than  75  percent  of  the  people  surveyed  indicated 
that  they  would  be  willing  to  pay  higher  taxes,  insurance  premiums  or  prescription 
drug  fees  if  the  money  was  to  be  spent  on  medical  research. 
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Much  of  this  support  stems  from  advances  in  modern  medicine  that  have  greatly 
improved  the  lives  of  Americans.  Diabetes-related  research  has  yielded  tremendous 
advances  and  has  greatly  improved  the  lives  of  Americans  afflicted  with  the  disease. 
Prior  to  the  discovery  of  insulin  in  the  1920's,  type  I  diabetes  was  fatal.  Prior  to 
the  development  of  kidney  dialysis  machines  and  lasers  for  eye  surgery,  the  com- 
plications of  type  II  diabetes  were  far  more  pervasive  and  severe.  But  insulin  is  not 
a  cure  for  diabetes.  And  the  complications  of  diabetes  still  claim  over  150,000  lives 
each  year.  It  is  readily  apparent  that  biomedical  research  must  continue  to  search 
for  a  cure  for  diabetes  and  for  more  effective  ways  to  limit  the  disease's  complica- 
tions. 

Research  supported  by  the  federal  government  is  coming  ever  closer  to  attaining 
these  goals.  The  following  initiatives  exemplify  the  diabetes-related  biomediceil  re- 
search currently  supported  by  the  federal  government.  Major  support  for  these  ini- 
tiatives has  been  provided  by  the  National  Institutes  of  Health,  particularly  the  Na- 
tional Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases. 

The  Diabetes  Control  and  Complications  Trial. — This  ten-year  study  focused  on 
the  relationship  between  the  effect  of  blood  glucose  control  on  reducing  diabetes-re- 
lated comphcations.  Researchers  found  that  intensive  treatment  (an  effort  to  sta- 
bilize blood  glucose  levels  at  normal  levels)  reduced  the  risk  of  developing  the  dis- 
ease's life-threatening  complications.  The  risk  to  patients  following  an  intensive 
treatment  of  developing  blindness  decreased  by  76  percent,  nerve  damage  decreased 
by  60  percent  and  kidney  disease  decreased  by  54  percent.  The  study  is  the  first 
to  prove  that  intensive  therapy  effectively  delays  the  onset  and  slows  the  progres- 
sion of  these  life-threatening  complications.  Originally  published  in  the  New  Eng- 
land Journal  of  Medicine,  September  30,  1993. 

Diabetes  Prevention  in  Laboratory  Animals. — Scientists  in  two  independent  stud- 
ies discovered  a  cause  of  tYpe  I  diabetes  in  mice  and  a  way  to  prevent  the  disease 
in  the  animals.  Investigators  found  that  injections  of  glutamic  acid  decarbojryrlase 
(GAD),  a  naturally  occurring  pancreatic  enz3mie,  prevented  onset  of  type  I  diabetes 
in  mice.  Mice  genetically  prone  to  diabetes  were  injected  with  GAD  when  three 
weeks  old,  prior  to  the  attack  on  their  pancreas.  All  of  the  treated  mice  escaped  the 
onset  of  type  I  diabetes,  suggesting  that  such  treatments  might  one  day  be  useful 
for  humans  prone  towards  acquiring  the  disease.  Originally  published  in  Nature, 
November  4,  1993. 

Diabetes  and  End-stage  Kidney  Disease. — This  study  demonstrated  that  a  particu- 
lar ACE  inhibitor,  Captopril,  can  slow  or  halt  the  progression  of  diabetic  kidney  dis- 
ease (nephropathy)  by  50  percent  in  some  people  with  insulin-dependent  diabetes 
who  had  signs  of  ladney  disease.  The  study  found  that  people  treated  with 
Captopril,  originally  developed  as  an  antihypertensive  medication,  could  cut  in  half 
their  risk  of  dying  or  needing  dialysis  or  a  kidney  transplant  to  stay  alive.  As  diabe- 
tes is  the  single  leading  cause  of  new  cases  of  end-stage  renal  disease,  the  research 
offers  hope  for  a  longer  and  better  quality  of  life  for  those  suffering  from  diabetes- 
related  ladney  complications.  Originally  published  in  the  Journal  of  the  American 
Medical  Association,  November  11,  1993. 

Diabetes  and  Eye  Examinations. — This  survey  found  that  only  49  percent  of  all 
adults  with  diagnosed  diabetes  in  the  United  States  had  a  dilated  eye  examination 
in  the  past  year,  as  recommended.  Of  patients  who  had  a  dilated  eye  exam  within 
the  last  year,  57  percent  had  type  I  diabetes,  55  percent  had  insulin- treated  type 
II  diabetes  and  44  percent  had  t3rpe  II  diabetes  not  treated  with  insulin.  The  survey 
also  found  that  the  probability  of  having  a  dilated  eye  examination  among  individ- 
uals with  tjrpe  II  increased  with  older  age,  higher  socioeconomic  status  and  having 
attended  a  diabetes  education  class.  The  survey  concluded  that  widespread  interven- 
tions, including  patient  and  professional  education,  are  needed  to  ensure  that  people 
with  diabetes  receive  a  dilated  eye  examination  annually  to  detect  retinopathy  in 
order  to  prevent  vision  loss.  Originally  published  in  the  Journal  of  the  American 
Medical  Association,  October  13,  1993. 

The  ramifications  of  these  groundbreaking  studies  are  staggering.  Medical  profes- 
sionals now  have  conclusive  evidence  that  intensive  treatment  diminishes  diabetes- 
related  complications.  People  with  diabetes  have  access  to  a  new  drug  which  curtails 
the  progression  of  kidney  disease.  And  researchers  searching  for  a  cure  for  diabetes 
can  prevent  the  disease  in  laboratory  animals. 

In  addition  to  these  groundbreaking  initiatives,  hundreds  of  investigators  in  all 
50  states  are  making  progress  in  the  fight  against  diabetes.  Diabetes-related  re- 
search is  currently  being  supported  by  more  than  10  institutes  of  the  NIH.  This  re- 
search has  focused  on  many  aspects  of  the  disease.  Researchers  supported  by  the 
National  Cancer  Institute  (NCI)  have  examined  the  regulation  of  cell  growth  and 
metabolism  and  how  it  affects  the  development  of  diabetes.  The  National  Heart 
Lung  and  Blood  Institute  (NHLBI)  has  focused  on  diabetes'  role  as  a  risk  factor  for 
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cardiovascular  disease  and  its  effects  on  the  cardiovascular  system.  And  the  Na- 
tional Institute  of  Neurological  Disorders  and  Stroke  (NINDS)  has  supported  a  long- 
term  study  to  probe  the  frequency,  severity  and  sjTnptoms  of  diabetes-related  nerve 
damage  over  time.  It  is  critical  that  these  efforts  also  continue  to  be  supported  by 
the  federal  government. 

The  American  Diabetes  Association  recognizes,  however,  that  the  federal  govern- 
ment cannot  bear  sole  responsibility  for  our  nation's  biomedical  research.  As  part 
of  its  mission  to  prevent  and  cure  diabetes  and  improve  the  lives  of  all  people  af- 
fected by  diabetes,  the  association  makes  a  significant  contribution  to  diabetes  re- 
search efforts.  In  1993,  the  association  provided  almost  $9  million  in  funding  for  dia- 
betes research  projects  nationwide.  We  plan  to  increase  this  amount  in  1994.  This 
funding  provides  critical  support  to  young  diabetes  investigators  and  allows  for  the 
development  of  innovative  research  projects.  Major  research  projects  planned  by  the 
association  include  the  GENNID  Project,  which  will  investigate  the  genetic  causes 
of  type  II  or  non-insulin  dependent  diabetes,  and  a  joint  type  I  prevention  project 
with  the  NIDDK. 

Unfortunately,  despite  the  commitment  of  all  parties  involved,  hundreds  of  meri- 
torious research  proposals  are  being  rejected  due  to  funding  limitations  at  the  NIH, 
particularly  at  the  NIDDK.  In  fiscal  year  1993,  the  NIDDK  received  a  3  percent  in- 
crease over  the  previous  year's  appropriation.  Given  a  biomedical  research  inflation 
rate  of  5.2  percent  that  year,  the  Institute  actually  lost  money  in  real  terms.  The 
NIDDK  did  not  fare  much  better  in  fiscal  year  1994.  President  Clinton's  budget  in- 
cluded a  reduction  in  funding.  But  Congress,  recognizing  the  importance  of  the 
NIDDK's  mission,  added  a  much  appreciated  increase  of  4.7  percent.  However,  more 
aggressive  support  for  the  NIH,  and  the  NIDDK  in  particular,  is  required  if  a  cure 
is  to  be  found  for  diabetes  and  if  the  negative  impact  of  the  disease's  complications 
are  to  be  minimized. 

PREVENTION  AND  CONTROL 

The  Centers  for  Disease  Control's  (CDC)  Division  of  Diabetes  Translation  (DDT) 
is  the  lead  federal  agency  concerned  with  preventing  and  controlling  the  complica- 
tions of  diabetes.  The  CDC's  diabetes  program  was  initiated  in  1977  and  in  1988 
was  directed  by  Congress  to  be  responsible  for  coordinating  the  efforts  of  federal 
health  agencies  and  other  entities  to  translate  diabetes  research  into  widespread 
clinical  and  public  health  practice. 

The  national  measures  formulated  by  the  CDC  to  reduce  the  burden  of  diabetes 
in  the  United  States  have  included  (1)  defining  the  nature,  extent,  causes  and  dis- 
tribution of  the  burden  of  diabetes;  (2)  developing  creative,  effective  programs  and 
policies  that  reduce  the  burden  of  diabetes;  (3)  ensuring  implementation  of  these 
programs  and  policies,  particularly  through  CDC's  partnership  with  state  health  de- 
partments; and  (4)  coordinating  these  efforts  with  other  governmental,  voluntary, 
professional  and  academic  institutions.  In  each  of  these  areas,  emphasis  has  been 
placed  on  communities  and  populations  at  particular  risk  for  diabetes  and  its  life- 
threatening  complications. 

These  preventive  health  measures  have  been  carried  out  primarily  through  the 
state-based  Diabetes  Control  Programs.  Technical  and  financial  assistance  have 
been  provided  to  the  various  states  health  departments  to  conduct  a  wide  range  of 
preventive  services.  These  programs  have  provided  eye  and  foot  examinations,  edu- 
cation on  the  importance  of  diet  and  exercise  and  prenatal  care  to  prevent  diabetes- 
related  infant  deaths.  These  programs  have  been  very  successful  in  lessening  the 
impact  of  diabetes  in  the  communities  in  which  they  operate. 

The  changing  face  of  health  care  in  America  is  necessitating  changes  in  the  way 
the  CDC  provides  these  diabetes-related  prevention  services.  Emphasis  on  quality 
assurance,  public  information  and  education,  social  marketing,  assuring  appropriate 
utilization  of  available  care,  assessment  of  health  outcomes,  community  based  inter- 
ventions and  development  of  effective  public  policy  will  characterize  public  health 
activities  in  the  coming  years.  The  Division  oi  Diabetes  Translation  plans  to  incor- 
porate these  aggressive  new  strategies  in  their  prevention  and  control  efforts. 

The  state-based  Diabetes  Control  Programs  will  reflect  this  changing  nature  of 
public  health  in  America.  These  programs  begin  to  move  away  from  the  highly  local- 
ized care  and  the  direct  delivery  of  services  which  currently  characterize  the  pro- 
gram. Instead,  they  will  provide  leadership  and  coordination  of  the  diabetes-related 
preventive  services  of  a  state's  health  department.  By  assuming  this  greater  role  in 
coordinating  diabetes-related  prevention  activities,  the  CDC  can  expand  its  services 
to  reduce  the  impact  of  diabetes  in  America  without  compromising  quality  of  care. 

Recognizing  the  prevalence  of  diabetes  and  the  effectiveness  of  the  Division  of  Di- 
abetes Translation,  Congress  provided  for  a  generous  increase  in  funding  for  the 
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program's  fiscal  year  1994  operation.  This  increase  in  funding  will  allow  the  Divi- 
sion of  Diabetes  Translation  to  expand  their  prevention  and  control  efforts  into  35- 
40  states,  up  from  the  twenty-six  it  funded  in  fiscal  year  1993. 

It  is  the  goal  of  the  American  Diabetes  Association  to  see  the  Division  of  Diabetes 
Translation  operate  on  a  national  level.  It  is  critical  that  this  program  operate  in 
all  states  and  territories  at  a  funding  level  that  will  allow  each  state  health  depart- 
ment to  adequately  tackle  the  problem  of  diabetes  in  its  communities.  Current 
grants  to  the  states  for  these  critical  prevention  and  control  programs  average  ap- 
proximately $200,000  each.  It  has  been  estimated  that  in  order  for  most  states  to 
adequately  address  the  problem  of  diabetes,  funds  approximating  $500,000  will  be 
required.  For  larger  states,  funds  approximating  $1,000,000  will  be  required. 

RECOMMENDATIONS 

The  American  Diabetes  Association  recommends  a  fiscal  year  1995  appropriation 
of  $798  million  for  the  NIDDK.  This  will  allow  researchers  to  fully  explore  a  sub- 
stantial portion  of  promising  new  and  ongoing  diabetes  research  opportunities  while 
taking  budgetary  constraints  into  consideration.  The  American  Diaoetes  Association 
also  recommends  a  fiscal  year  1995  appropriation  of  $11.95  billion  for  the  NIH.  This 
will  allow  researchers  supported  by  other  NIH  Institutes  to  continue  their  valuable 
cross-cutting  and  primary  research  into  diabetes. 

The  American  Diabetes  Association  also  recommends  a  fiscal  year  1995  appropria- 
tion of  $69.5  million  for  the  CDC's  Division  of  Diabetes  Translation,  an  increase  of 
$51.6  million.  This  will  allow  the  Division  of  Diabetes  Translation  to  fully  fund  dia- 
betes prevention  and  control  programs  in  all  states  and  territories.  In  addition  to 
the  American  Diabetes  Association,  this  level  of  funding  has  been  endorsed  by  the 
Juvenile  Diabetes  Foundation  and  the  American  Public  Health  Association's  CDC 
Coalition. 

The  American  Diabetes  Association  appreciates  the  opportunity  to  present  testi- 
mony to  the  subcommittee.  We  owe  much  of  this  country  s  progress  in  diabetes  re- 
search and  treatment  to  this  subcommittee  which  has  recognized  the  benefits,  in 
human  and  economic  terms,  of  a  strong  federal  investment  in  diabetes  research  and 
prevention  programs. 

STATEMENT  OF  IRVING  LIPSKIND,  PRESIDENT,  MONTGOMERY  COUN- 
TY STROKE  CLUB 

Senator  Reid.  We  will  now  hear  from  Mr.  Irving  Lipskind.  Please 
proceed. 

Mr.  Lipskind.  I  am  the  president  of  the  Montgomery  County 
Stroke  Club.  This  club  has  about  400  members  and  ranges — mem- 
bership ranges  from  age  in  the  teens  to  80  plus.  Some  manifest  few 
visible  signs  of  stroke;  others  have  lost  the  ability  to  speak  or  to 
walk,  to  dress,  bathe,  or  eat. 

Close  to  1  million  Americans  are  confined  to  their  homes  or  are 
in  nursing  homes  with  little  control  over  bodily  functions.  This  is 
due  to  stroke.  Frightening  numbers  of  people  who  experience 
ministrokes  are  unaware  that  they  are  candidates  for  a  major 
stroke.  I  was  such  a  person  in  1977  while  serving  as  principal  of 
the  Singapore  American  School,  an  exchange  program  with  Mont- 
gomery County.  My  career  as  a  school  administrator  spanned  30 
years.  The  experience  in  Singapore  was  meant  to  assist  me  in  de- 
veloping a  second  career,  that  of  teaching  English  to  speakers  of 
other  languages. 

In  1985  the  big  one  hit.  I  suffered  a  major  stroke.  The  period 
that  followed  was  to  become  the  greatest  challenge  my  family  and 
I  would  face.  Looming  heavily  upon  us  was  the  uncertainty  of 
whether  or  not  I  would  live,  and  if  I  did  would  I  be  able  to  function. 
When  the  blood  on  the  left  hemisphere  of  my  brain  subsided,  I  was 
left  a  hemiplegic,  paralyzed  on  the  right  side,  my  dominant  side. 
I  lost  the  ability  to  speak,  became  incontinent,  and  was  an  emo- 
tional mess. 
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With  a  great  deal  of  therapy,  physical  and  chemical,  I  overcame 
most  of  these  deficits,  but  I  still  have  limited  use  of  my  right  side 
hand,  arm,  and  leg,  and  I  find  articulation  most  difficult.  I  had  to 
retire  in  1986,  the  year  of  my  stroke.  I  could  not  pursue  my  in- 
tended second  career.  Now,  I  am  a  professional  volunteer,  if  you 
will,  helping  disabled  people  learn  to  help  themselves. 

I  am  encouraged  by  the  current  work  of  NINDS  on  stroke  pre- 
vention and  rehabilitation.  Stroke  is  America's  third  most — we  are 
in  competition,  but  it  is  America's  third  most  common  cause  of 
death  and  the  leading  cause  of  serious  disabilities. 

When  you  suffer  a  stroke,  you  begin  to  think  how  did  it  happen, 
could  it  have  been  avoided,  will  the  financial  burden  be  too  great? 
Every  minute  someone  in  the  United  States  suffers  a  stroke.  Annu- 
ally, stroke  strikes  500,000  Americans,  killing  nearly  30  percent  of 
the  victims  and  leaving  most  survivors  permanently  disabled.  In 
1994,  stroke  will  cost  this  Nation  an  estimated  $20  billion  in  medi- 
cal costs  and  lost  productivity. 

As  I  said,  many  die  of  stroke  and  many  survivors  are  among  the 
living  dead.  They  need  help  to  feel  worthwhile,  to  regain  some  in- 
tegrity. We  pride  ourselves  in  the  United  States  as  having  brilliant 
scientists,  as  such  around  me,  and  let  us  put  these  minds  to  work 
for  us. 

PREPARED  STATEMENT 

The  President's  budget  would  allow  for  only  $74  million  in 
NINDS  stroke  research.  We  need  $95  million  to  support  the 
planned  research  on  prevention  and  recovery,  to  develop  improved 
rehabilitation  techniques,  and  to  accelerate  work  in  restorative 
neurology  to  regain  function  in  stroke  survivors.  It  is  my  fervent 
hope  that  no  one  will  have  to  know  the  complete  devastation  of  the 
experience  of  stroke.  I  pray  that  your  decision  will  make  for  a  bet- 
ter tomorrow. 

I  thank  you. 

Senator  Reid.  Thank  you,  Mr.  Lipskind.  And  I  do  not  know  how 
your  other  conditions  are  moving  along,  but  your  speech  is  just 
fine. 

Mr.  Lipskind.  Thanks. 

[The  statement  follows:] 

Statement  of  Irving  Lipskind 

My  name  is  Irving  Lipskind.  I  am  President  of  the  Montgomery  County,  Maryland 
Stroke  Club,  a  nonprofit  organization  for  stroke  survivors  and  their  families.  This 
club  consists  of  some  400  members  as  well  as  about  100  professionals.  Among  them 
are  therapists,  physicians  and  other  caregivers.  Our  memoers  range  in  age  from  the 
teens  to  eighty  plus.  Some  manifest  little  visible  signs  of  stroke.  Others  either  have 
lost  the  ability  to  speak  or  need  assistance  to  walk,  dress,  bathe  and  eat.  Reportedly 
close  to  one  million,  throughout  our  nation,  are  confined  to  their  homes  or  are  in 
nursing  centers  with  little  control  over  bodily  functions  due  to  stroke.  There  are 
frightening  numbers  of  people,  thousands  a  year,  who  experience  transient  ischemic 
attacks  (TIA's)  or  mini-strokes  who  are  unaware  that  they  are  candidates  for  a 
major  stroke.  I  was  such  a  person  in  1977  while  serving  as  Principal  of  the  Singa- 
pore American  School  in  Singapore,  part  of  an  exchange  program  of  the  public 
school  system  in  Montgomery  County,  Maryland. 

My  career  as  a  school  administrator  spanned  thirty  years,  29  of  those  in  Mont- 
gomery County,  Maryland.  The  experience  gained  by  working  in  Singapore  was  to 
assist  me  in  developing  a  second  career — teaching  English  to  speakers  of  other  lan- 
guages (ESOL). 
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In  1985,  eight  years  after  my  TIA  (mini-stroke),  I  suffered  the  major  stroke.  The 

fieriod  that  followed  was  to  become  the  greatest  challenge  my  family  and  I  would 
ace.  Looming  heavily  upon  us  was  the  uncertainty  of  whether  or  not  I  would  live, 
and  if  I  lived,  would  I  be  able  to  function.  The  answers  came  over  the  next  six 
months.  When  the  blood  on  the  left  hemisphere  of  my  brain  subsided,  I  was  left  a 
hemiplegic,  paralyzed  on  the  right  side — my  dominant  side.  I  lost  the  ability  to 
speak,  became  incontinent  and  was  an  emotional  mess. 

With  a  great  deal  of  therapy,  physical  and  chemical,  I  overcame  most  of  these 
deficits.  I  am  no  longer  incontinent,  my  ability  to  speak  returned  and  I  am  emotion- 
ally stable.  But,  I  still  have  limited  use  of  my  right  side — hand,  arm,  and  leg — and 
I  find  articulation  difficult. 

I  had  to  retire  in  1986,  the  year  of  my  stroke.  Obviously,  I  could  not  pursue  my 
intended  second  career.  But,  I  have  become  a  "professional  volunteer,"  helping  dis- 
abled people  learn  how  to  help  themselves. 

I  am  encouraged  by  the  current  work  of  the  National  Institute  of  Neurological 
Disorders  and  Stroke  (NLNDS)  on  stroke  prevention  and  rehabilitation.  Stroke  is 
America's  third  most  common  cause  of  death  and  the  leading  cause  of  serious  dis- 
abilities. 

When  you  suffer  a  stroke,  you  begin  to  think:  how  did  it  happen?  Could  it  have 
been  avoided?  Can  it  happen  again?  Will  the  Financial  burden  be  too  great?  If  I  suf- 
fer another  stroke,  I  would  look  to  the  NINDS  for  answers. 

Every  minute  someone  in  the  United  States  suffers  a  stroke.  Annually  stroke 
strikes  500,000  Americans,  killing  nearly  30  percent  of  the  victims  and  leaving  most 
survivors  permanently  disabled.  Women  constitute  about  60  percent  of  the  stroke 
deaths.  Stroke  places  blacks  at  a  much  higher  risk  of  disability  and  death  than 
whites.  Stroke  occurs  primarily  in  the  elderly,  but  also  can  strike  newborns,  the 
young  and  drug  abusers.  In  1994,  stroke  will  cost  this  nation  an  estimated  $19.7 
billion  to  $25  bfllion  in  medical  costs  and  lost  productivity. 

Many  die  of  stroke  and  many  survivors  are  among  the  "living  dead."  They  need 
help  to  feel  worthwhile.  We  pride  ourselves  in  the  United  States  as  having  brilUant 
scientists.  Let  us  put  these  minds  to  work  for  us.  The  President's  budget  would 
allow  for  only  $73.6  million  in  NINDS-supported  stroke  research.  Please  grant  the 
NINDS  $95  million  to  support  planned  stroke  research  on  prevention  and  recovery 
and  to  develop  unproved  rehabilitation  techniques  and  to  accelerate  the  work  in  re- 
storative neurology  to  restore  functions  in  stroke  survivors.  This  amount,  $95  mil- 
lion (in  fiscal  year  1995  dollars),  is  recommended  by  the  National  Advisory  Neuro- 
logical Disorders  and  Stroke  Council. 

It  is  my  fervent  hope  that  no  one  will  have  to  know  the  complete  devastation  of 
the  experience  of  stroke. 

Thank  you  for  your  time  today.  I  pray  that  your  decision  will  make  for  a  better 
tomorrow. 

STATEMENT  OF  ROBERT  BEALL,  Ph.D.,  PRESmENT,  CYSTIC  FIBROSIS 
FOUNDATION 

Senator  Reid.  Mr.  Ralph  Cazzetta.  Oh,  I  did  not  call  him  up  to 
the  table.  Well,  I  will  be  darned.  Well,  come  on  up.  In  the  mean- 
time we  will  hear  from  Dr.  Robert  Beall. 

Dr.  Beall.  Mr.  Chairman,  members  of  the  subcommittee,  on  be- 
half of  the  30,000  individuals  with  cystic  fibrosis  I  would  like  to 
thank  this  committee  for  its  steadfast  support  over  the  years.  As 
members  of  this  committee,  you  have  demonstrated  both  vision  and 
wisdom  to  see  the  potential  dividends  in  medical  research  and 
what  it  can  offer  to  individuals  with  cystic  fibrosis. 

Your  investment  in  the  NIH  is  helping  to  write  the  medical  suc- 
cess story  of  the  decade.  In  the  short  time  available,  I  will  be  only 
able  to  hit  the  highlights,  but  I  will  summarize  to  you  the  major 
dividends  we  are  seeing  from  your  investment. 

Major  dividend  No.  1:  Since  April  1993,  a  total  of  12  CF  patients 
have  taken  part  in  the  first  landmark  experiments  on  gene  therapy 
and  cystic  fibrosis.  Four  studies  are  now  underway  at  the  NIH  and 
three  leading  academic  institutions.  Scientists  are  using  the  modi- 
fied cold  virus  to  deliver  health  genes  in  the  airways  of  CF  pa- 
tients. Senator  Reid,  this  is  the  perfect  example  of  how  we  have 
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learned  about  the  gene  and  how  we  are  applying  it  to  develop  a 
new  therapy  for  this  disease. 

Six  months  after  these  pioneering  experiments  began,  we  real- 
ized our  second  major  dividend.  Once  again,  Senator  Harkin's  great 
State  of  Iowa  led  the  way  in  CF  research.  Scientists  at  the  Univer- 
sity of  Iowa  reported  last  fall  that  they  had  successfully  transferred 
the  correct  genetic  material  into  the  airways  of  CF  patients. 

On  the  heels  of  this  powerful  announcement,  in  December  there 
was  a  third  dramatic  dividend.  The  first  totally  new  drug  for  CF 
patients,  pulmozyne,  was  approved  by  the  FDA.  This  was  devel- 
oped by  the  Genetech  Corp.  And  pulmozyne  helps  to  unclog  the 
thick  mucus  seen  in  CF  airways  and  improves  the  quality  of  life 
for  individuals  with  this  deadly  disease. 

I  am  here  to  ask  for  your  continuing  support,  because  although 
these  advances  are  remarkable,  we  have  yet  to  save  a  single  life. 
Every  day,  at  least  three  children  with  cystic  fibrosis  die. 

In  the  past  we  have  supported  the  ad  hoc  committee  rec- 
ommendation for  the  NIH.  However,  this  year  we  feel  that  this  re- 
quest is  not  enough  to  allow  our  national  gem,  the  NIH,  to  sustain 
preeminence  in  the  world.  As  such,  we  are  asking  for  bold  action 
by  this  committee.  We  ask  for  steps  that  will  assure  the  doubling 
of  the  NIH  budget  over  the  next  4  years.  Anything  less  than  this 
could  halt  our  rate  of  scientific  progress. 

Furthermore,  we  are  requesting  specific  report  language  to  sup- 
port important  research  priorities  that  will  close  the  books  on  this 
disease  once  and  for  all.  First,  full  NIH  funding  must  be  restored 
to  support  the  six  new  gene  therapy  centers  created  by  the  Na- 
tional Heart,  Lung,  and  Blood  Institute.  Second,  we  request  that 
two  new  research  and  development  centers  dedicated  to  CF  be 
funded  by  the  NIDDK.  And  third,  we  ask  that  you  support  two  new 
grant  initiatives,  one  in  the  NIDDK  and  one  for  the  NHLBI,  that 
will  fuel  the  research  to  put  us  over  the  top;  that  is,  a  cure  for  this 
disease. 

PREPARED  STATEMENT 

CFF  was  one  of  the  first  voluntary  health  organizations  to  sup- 
port the  Harkin-Hatfield  biomedical  research  amendment.  We  are 
asking  you  and  your  fellow  committee  members  to  also  take  the 
steps  that  will  assure  the  doubling  of  the  NIH  budget  over  the  next 
4  years.  This  major  investment  in  science  will  reward  our  Nation 
with  new  lifesaving  therapies  and  lower  health  care  costs  to  main- 
tain these  patients.  We  propose  that  this  is  the  best  formula  for 
significant  health  care  reform. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Robert  Beall 

My  name  is  Robert  J.  Beall,  Ph.D,  president  of  the  Cystic  Fibrosis  Foundation. 
I  appreciate  the  opportunity  I  have  today  to  go  on  record  as  an  advocate  for  in- 
creased funding  for  the  National  Institutes  of  Health  (NIH). 

First,  on  behalf  of  the  30,000  young  individuals  with  cystic  fibrosis  (CF)  a  debili- 
tating and  fatal  genetic  disease,  and  their  families,  thank  you  for  your  steadfast 
support  over  the  years.  Because  of  your  investment  in  CF  research,  1993  was  an 
extraordinary  year — with  scientists  moving  forward  at  an  amazing  clip.  As  Members 
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of  the  Committee,  you  made  a  crucial  investment  despite  tough  budget  constraints. 
I  would  like  to  describe  three  monumental  achievements  that  you  made  possible. 

As  we  speak,  four  teams  of  CF  scientists  are  conducting  landmark  gene  therapy 
studies  involving  patients  with  CF.  This  exceptional  work  began  last  spring  at  the 
National  Heart,  Lung  and  Blood  Institute  (NHLBI).  They  are  using  a  modified  cold 
virus  to  deliver  normal  genes  into  the  CF  airways.  It  is  the  first  time  we  have  tack- 
led the  root  cause  of  CF  rather  than  treating  symptoms  alone.  By  all  accounts,  this 
was  a  milestone  in  CF  research. 

A  total  of  four  similar  CF  gene  therapy  studies  are  now  underway  at  the  NIH 
and  leading  academic  institutions  across  the  country.  This  experimental  therapy 
brings  us  closer  to  a  cure  for  CF;  however,  much  work  needs  to  be  done  before  wide- 
spread use  can  even  be  considered. 

A  second  breakthrough  was  reported  last  fall  by  CF  gene  therapy  researchers  at 
the  University  of  Iowa,  who  sire  supported  by  the  NHLBI.  These  scientists  an- 
nounced the  strongest  evidence  yet  that  the  wizardry  of  genetic  engineering  will  be 
an  effective  treatment  for  CF.  They  showed — for  the  first  time — that  CF  cells  could 
be  repaired  in  patients  by  using  gene  therapy.  They  added  healthy  genes  to  the 
nasal  passages  of  CF  patients  using  a  modified  cold  virus  and  then  documented  that 
the  treated  cells  functioned  normally.  When  defective,  these  cells  produce  thick  CF 
mucus  which  helps  breed  fatal  lung  infections. 

These  two  achievements  are  critical  developments  in  devising  a  cure  for  this  fatal 
disease.  What  is  particularly  noteworthy  about  CF  gene  therapy  is  that  it  has  been 
less  than  five  years  since  the  defective  CF  gene  was  even  identified.  We  are  hum- 
bled, however,  since  many  challenges  lie  ahead.  For  instance,  curing  cells  and  cur- 
ing the  entire,  complex  respiratory  tract  are  quite  diffierent.  And  these  initial  gene 
therapy  studies  are  all  geared  to  evaluate  whether  the  gene  can  be  delivered  safely; 
actual  clinical  improvement  has  not  been  determined.  But,  we  wholeheartedly  ex- 
pect to  knock  down  any  and  all  barriers  that  could  impede  our  success. 

And  a  third  milestone  in  CF  science  occurred  last  December  when  the  first  totally 
new  drug  to  treat  CF  in  30  years  was  licensed  by  the  FDA  and  became  available. 
The  genetically  engineered  product,  Pulmozyme,  helps  to  unclog  the  thick  mucus 
from  CF  airways.  Again,  NHLBI  scientists  were  the  first  to  confirm  the  potential 
of  this  new  drug  and  they  participated  in  vital  clinical  trials.  Researchers  found  that 
the  drug  reduces  the  rate  of  respiratory  infections  and  improves  lung  function  for 
a  wide  spectrum  of  patients.  Although  Pulmozyme  does  not  cure  CF,  it  may  signifi- 
cantly improve  the  quality  of  life  for  many  individuals.  These  patients  will  now  be 
able  to  spend  more  time  in  school,  or  work,  and  perform  their  daily  activities. 

These  remarkable  advances  must  continue,  uninterrupted,  from  NIH-supported 
research.  How  could  the  Administration  propose  only  a  4.7  percent  increase  wr  the 
NIH?  This  is  inconsistent  with  the  Administration's  commitment  to  the  health  issue. 
By  investing  in  the  most  promising  medical  research,  our  nation  will  be  rewarded 
with  new  life-saving  therapies  and  lower  health  care  costs  to  maintain  these  pa- 
tients. 

The  NIH  has  provided  much  of  the  leadership  and  raw  brain-power  to  get  the  job 
done.  Their  outstanding  track  record  must  continue.  These  scientists  are  pioneering 
a  new  world — possibly  a  world  in  which  people  will  not  have  to  suffer  from  this 
deadly  disease.  The  Foundation  finds  it  deplorable  that  only  one  of  every  six  worthy, 
scientifically-sound  CF  research  proposals  can  be  funded  by  the  NIH.  When  only 
this  pathetic  number  of  studies  is  conducted,  we  are,  in  essence,  drying  up  the  pipe- 
line which  offers  life-saving  research  initiatives. 

Although  CF  research  progress  has  been  a  remarkable  story,  please  keep  in  mind 
that  we  have  yet  to  save  a  single  Ufe.  Everyday  at  least  three  children  die  fi-om  this 
dread  disease.  Besides  the  incalculable  human  cost  CF  places  on  CF  patients  and 
their  families,  it  is  also  places  a  tremendous  burden  on  health  care  costs  and  the 
American  economy. 

Treatment  for  CF  can  cost  anywhere  fi-om  $17,000  to  more  than  $40,000  a  year, 
depending  upon  the  severity  of  the  disease.  Furthermore,  this  cost  can  rise  to  more 
than  $250,000  in  the  final  stages  of  the  disease.  As  for  "non-medical"  direct  costs, 
the  highest  is  generated  by  caregiving  time.  Parents  may  spend  about  two  hours  per 
day  on  therapy  for  a  child  with  CF,  or  nearly  20  work  weeks  per  year.  In  addition, 
family  members  may  lose  time  fi-om  work  to  care  for  their  child. 

Bold  action  is  called  for  to  assure  the  preeminence  of  the  NIH,  and  that  life-sav- 
ing CF  research  continues.  We  therefore  must  ask  for  a  doubling  of  the  NIH  budget 
over  the  next  four  years.  Anything  less  could  have  a  devastating  effect  on  our  rate 
of  scientific  progress  and  more  importantly,  on  human  lives.  The  suggested  4.7  per- 
cent increase  would  only  maintain  the  status  quo,  meaning  that  more  young  individ- 
uals will  die  before  our  eyes,  and  the  hope  for  those  left  behind  will  be  shattered. 
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Furthermore,  we  request  that  report  language  be  written  to  dehneate  three  other 
budget  requests.  First,  full  NIH  funding  must  be  restored  to  support  the  six  new 
CF  gene  therapy  centers  created  by  the  National  Heart,  Lung  and  Blood  Institute 
(NHLBI).  The  best  environment  to  conduct  the  type  of  state-of-the-art  science  need- 
ed now  in  CF,  is  the  "tried  and  true"  multidisciplinary  research  center.  Secondly, 
therefore,  we  request  that  two  new  research  and  development  centers,  dedicated  to 
CF,  be  funded  by  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Dis- 
eases (NIDDK).  And  thirdly,  as  the  scope  of  CF  research  and  the  circle  of  research- 
ers expand,  additional  support  is  needed.  We  seek  sufficient  resources  to  provide 
two  new  grant  initiatives,  one  from  the  NIDDK  and  one  from  the  NHLBI,  that  will 
fuel  the  research  to  "put  us  over  the  top";  that  is,  cure  this  disease.  The  long-term 
benefits  for  others  who  have  related  diseases  has  yet  to  even  be  imagined. 

When  the  Foundation  was  started  almost  40  years  ago,  a  group  of  determined 
parents  set  out  to  pursue  a  dream — the  cure.  They  had  faith  in  what  could  be,  long 
before  scientists  could  even  conceive  of  the  sophisticated  biotechnology  now  avail- 
able. At  that  time,  most  children  with  CF  died  before  their  first  birthday.  Today, 
because  of  both  specialized  care  and  research,  the  median  life  span  is  now  29  years. 
While  encouraging,  this  number  is  stUl  an  obscenity.  We  have  the  tools  in  hand  to 
provide  these  young  people  with  the  life  that  we  would  want  for  our  children  and 
our  children's  children.  The  Foundation  has  been  both  outspoken  and  aggressive  in 
furthering  the  cause  of  scientific  research.  We  call  upon  this  Committee  to  persevere 
as  it  has  in  the  past  with  that  same  determination. 

New  policy  initiatives  must  be  undertaken  to  speed  up  the  rate  of  research  and 
innovation — to  bring  our  hope  of  a  cure  to  fruition.  To  help  with  this  endeavor,  the 
Cystic  Fibrosis  Foundation  strongly  supports  the  Harkin-Hatfield  Amendment 
which  will  set  aside  approximately  one  percent  of  all  monthly  health  insurance  pre- 
miums for  transfer  into  a  fund  for  medical  research  at  NIH. 

We  believe  that  our  recommended  bold  increase  for  the  NIH  and  passage  of  the 
Harkin-Hatfield  Amendment  will  help  continue  advances  in  clinical  and  basic 
science  research.  It  will  also  train  the  best  and  the  brightest  this  nation  has  to  offer 
while  retaining  the  expertise  of  our  estabUshed  researchers  by  furnishing  the  sup- 
port they  deserve.  You  have  done  it  before  and  we  ask  you  to  do  it  again — act  boldly 
and  support  the  NIH  now  while  science  in  America  is  still  ripe  with  opportunities. 

Once  again,  we  turn  to  you  to  show  courage  and  join  us  in  pioneering  an  exciting 
future  not  only  for  those  with  CF,  but  for  many  more  individuals  who  will  no  doubt 
reap  the  benefits  of  NIH  research.  The  NIH  achievements,  to  date,  may  only  be  the 
tip  of  the  iceberg.  With  your  support,  much,  much  more  can  and  will  be  accom- 
plished. 

I  reiterate,  our  recommendation  is  a  doubling  of  the  NIH  budget  over  the  next 
four  years  and  report  language  requesting  the  following:  first,  full  restoration  of 
NIH  funding  to  support  six  new  CF  gene  therapy  centers  at  NHLBI;  second,  two 
new  research  and  development  centers,  dedicated  to  CF,  and  funded  by  NIDDK; 
third,  two  new  grant  initiatives  to  help  find  a  cure  for  CF  to  be  funded  by  NIDDK 
and  NHLBI;  and  finally,  our  strong  support  and  recommendation  for  passage  of  the 
Harkin-Hatfield  Amendment. 

STATEMENT  OF  RALPH  CAZZETTA,  COOLEVS  ANEMIA  FOUNDATION 

Senator  Reid.  OK,  now  we  will  hear  from  Ralph  Cazzetta. 

Mr.  Cazzetta.  Mr.  Chairman,  I  am  Ralph  Cazzetta,  a  patient 
with  Cooley's  anemia.  I  have  appeared  before  you  for  several  years 
now,  and  foundation  leaders  have  appeared  here  for  more  than  a 
decade  to  discuss  Cooley's  anemia  research,  patient  care,  public 
education,  and  Cooley's  anemia  itself,  also  known  as  thalassemia 
major,  a  catastrophic  blood  disease  of  genetic  origin. 

Respecting  the  time  restraints  of  the  committee,  I  will  simply 
highlight  those  areas  of  success  and  those  of  extreme  and  imme- 
diate concern. 

During  the  past  decade.  Congress  and  the  NIH  have  sponsored 
major  research  initiatives  that  hold  enormous  promise  for  dramati- 
cally improving  the  lives  of  patients  with  Cooley's  anemia.  Oral 
iron  chelators  addressing  the  problem  of  iron  overload;  bone  mar- 
row transplantation  used  to  cure  a  small  fraction  of  patients;  new 
blood  transfusion  technology  beneficial  to  patients  with  Cooley's 
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anemia;  genetic  factors  that  regulate  hemoglobin  switching;  and 
gene  therapy  research,  which  has  brought  us  close  to  the  realiza- 
tion of  a  cure  for  Cooley's  anemia. 

These  five  areas  of  intense  investigation  and  development  have 
either  reached  the  stage  of  clinical  application  or  are  on  the  verge 
of  implementation  in  the  treatment  of  Cooley's  anemia. 

And  now  allow  me  to  express  two  major  concerns  at  this  time, 
as  well  as  indicate  support  for  the  increased  funding  of  the  NHLBI 
and  the  NIDDK.  First,  not  all  patents  with  Cooley's  anemia  have 
reaped  the  benefits  of  research  advances  and  the  improvements  in 
clinical  care  that  have  come  out  of  the  NIH  initiatives  related  to 
Cooley's  anemia.  Many  patients  live  in  areas  of  the  country  where 
they  may  be  the  only  individuals  affected  with  this  blood  disorder. 

We  have  arrived  at  the  time  when  the  establishment  of  Cooley's 
anemia  center-like  structures  under  the  NHLBI  auspices  is  the 
critical  next  step  in  bringing  the  benefits  of  previous  research  to 
bear  on  the  treatment  of  all  patients  with  Cooley's  anemia  and  in 
establishing  a  strong  base  for  future  research  efforts. 

The  establishment  of  thalassemia  centers  in  which  all  patients 
are  registered  would  ensure  that  studies  have  sufficient  enrollment 
to  evaluate  new  therapies,  and  would  also  provide  every  patient 
with  an  opportunity  to  take  part  in  these  studies.  The  thalassemia 
centers  would  allow  the  translation  of  the  many  advances  in  basic 
research  during  the  past  two  decades  into  lifesaving  new  therapies. 

Therefore,  eight  Cooley's  anemia  centers,  four  on  the  East  Coast, 
two  in  the  Midwest,  and  two  on  the  West  Coast,  could  provide  the 
specialized  consultative  care  that  would  assure  that  all  children 
with  this  uncommon  blood  disorder  receive  the  same  high  level  of 
treatment  and  access  to  research  studies,  no  matter  where  they 
live.  Successful  models  for  this  approach  have  been  established  in 
hemophilia,  AIDS,  and  other  diseases.  We  do  not  desire  new  con- 
struction or  major  expenditures  of  funds.  Rather,  we  seek  the  de- 
velopment of  these  centers,  like  hemophilia  centers,  in  already  ex- 
isting institutions  with  a  base  population  of  patients. 

Second,  we  are  becoming  very  deeply  concerned  with  the  threat 
of  AIDS  and  other  blood-borne  diseases  such  as  hepatitis,  to  our 
patients  who  need  constant  blood  transfusions  to  remain  alive.  For 
example,  I  myself  have  already  received  over  1,400  units  of  blood 
and  so  far  have  dodged  the  AIDS  bullet.  Although  we  are  contin- 
ually being  reassured  by  advertisements  and  public  announcements 
that  our  national  blood  supply  is  safe,  we  simply  have  a  hard  time 
believing  that  given  the  record  of  our  patients'  infections. 

We  know  that  the  NHLBI  has  been  concerned  with  these  matters 
over  the  years.  We  urge  most  strongly  that  the  NHLBI  be  provided 
funds  to  help  improve  the  ways  that  multitransfused  patients  can 
be  protected  from  the  side  effects  of  blood  administration  by  foster- 
ing the  development  and  utilization  of  innovative  transfusion  strat- 
egies that  minimize  blood  recipient  exposures  and  reduce  human 
errors. 

We  also  believe  that  a  major  effort  should  be  undertaken  to  as- 
sure sufficient  blood  supply  for  patients  who  need  blood.  Recent 
shortages  seem  to  us  to  be  unnecessary,  given  the  volunteer  spirit 
of  America.  We  also  believe  that  there  is  no  need  for  importation 
of  blood  from  other  countries.  This  worry  should  be  eliminated. 
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We  urge  that  this  committee,  in  bill  report  language,  request 
that  the  NIH  develop  a  report  for  Congress  and  the  public  about 
the  safety  of  the  blood  supply  and  recommendations  on  the  re- 
search work  that  needs  to  be  undertaken,  and  the  additional  pre- 
ventive steps  that  need  to  be  taken  and  the  funding  required,  so 
that  everyone  interested  can  understand  what  should  be  done.  In 
regard  to  these  issues,  we  have  read  the  testimony  of  the  American 
Association  of  Blood  Banks,  and  fully  support  their  views,  which 
will  be  presented  later. 

Mr.  Chairman,  we  are  very  pleased  that  this  committee  in  last 
year's  bill  provided  for  several  excellent  initiatives  in  hematology 
research  which  will  benefit  our  patients  as  well  as  others.  We  sup- 
port the  requests  of  the  American  Society  of  Hematology  for  the 
NIDDK  and  the  NHLBI.  We  believe  that  both  the  NHLBI  and 
NIDDK  request  at  least  an  11.5  increase.  We  strongly  urge  bill  re- 
port language  and  funding  for  further  vital  work  on  oral  chelators. 

PREPARED  STATEMENT 

We  want  you  to  know  how  much  we  respect  the  leadership 
shown  by  the  NHLBI  and  the  NIDDK.  Their  doors  have  always 
been  open,  and  they  take  the  time  to  meet  with  us  and  discuss  our 
concerns.  They  are  doing  a  very  good  job. 

Thank  you,  Mr.  Chairman.  On  behalf  of  all  the  patients,  thank 
you  for  the  opportunity  to  testify  before  you. 

[The  statement  follows:] 

Statement  of  Ralph  Cazzetta 

Mr.  Chairman,  I  am  Ralph  Cazzetta,  a  patient  with  Coolers  anemia  (Thalas- 
semia). I  have  appeared  beiore  you  for  several  years  now  and  Foundation  leaders 
have  appeared  here  for  more  than  a  decade  to  discuss  Cooley's  anemia  research,  pa- 
tient care  and  public  education,  and  Cooley's  anemia  itself  also  known  as  thalas- 
semia major,  a  catastrophic  blood  disease  of  genetic  origin,  which  is  recognized  by 
the  World  Health  Organization  as  the  world's  commonest  lethal  inherited  hema- 
tological disease,  striking  people  all  across  the  world.  With  me  is  Dr.  Alan  Cohen, 
Chairman  of  our  Medical  Advisory  Committee. 

I  am  one  of  the  founders  of  the  Thalassemia  Action  Group  (TAG),  a  self-help 
group  sponsored  by  the  Cooley's  Anemia  Foundation,  which  is  composed  of  patients 
with  this  disease  from  all  over  the  world.  Currently  we  have  patients  who  are  mem- 
bers from  over  50  countries. 

During  the  past  decade.  Congress  and  the  NIH  have  sponsored  major  research  ini- 
tiatives that  hold  enormous  promise  for  dramatically  improving  the  lives  of  patients 
with  Cooley's  anemia: 

Oral  iron  chelators  are  being  developed  to  address  the  problem  of  iron  overload 
that  causes  death  in  patients  with  Cooley's  anemia  during  late  adolescence  or  early 
adulthood. 

Bone  marrow  transplantation  has  been  refined  and  used  to  cure  the  small  fraction 
of  patients  with  Coolers  anemia  who  have  a  sibling  of  identical  tissue  type  to  serve 
as  the  donor. 

New  blood  transfusion  technology  has  been  particularly  beneficial  for  patients 
with  Cooley's  anemia  whose  lives  depend  on  the  regular  administration  of  blood 
transfusions. 

Efforts  to  identify  the  genetic  factors  that  regulate  hemoglobin  switching  produc- 
tion have  been  highly  successful  and  are  leading  to  the  development  of  drugs  to  en- 
hance fetal  hemoglobin  production. 

Gene  therapy  research  has  brought  us  close  to  the  realization  of  a  cure  for 
Cooley's  anemia  through  the  correction  of  the  underlying  molecular  defect  in  this 
disease. 

These  five  areas  of  intense  investigation  and  development  have  either  reached  the 
stage  of  clinical  application  or  are  on  the  verge  of  implementation  in  the  treatment 
of  Cooley's  anemia.  They  have  been  accompanied  by  equally  dramatic  advances  in 
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the  overall  clinical  care  of  patients  with  Cooley's  anemia  that,  for  many  patients, 
have  led  to  extraordinary  improvement  in  the  quality  and  length  of  life. 

Allow  me  to  express  two  major  concerns  at  this  time,  as  well  as  indicate  support 
for  increased  funaing  for  NHLBI  and  NIDDK. 

First,  not  all  patients  with  Cooley's  anemia  have  reaped  the  benefits  of  the  re- 
search advances  and  the  improvements  in  clinical  care  that  have  come  out  of  NIH 
initiatives  related  to  Cooleys  anemia.  Many  patients  live  in  areas  of  the  country 
where  they  may  be  the  only  individuals  affected  with  this  blood  disorder.  Their  phy- 
sicians are  unlikely  to  have  expertise  in  the  complex  management  of  this  chronic 
illness.  These  patients  often  do  not  receive  the  advanced  medical  treatment  for 
Cooley's  anemia  that  has  been  so  important  in  improving  the  lives  of  patients  re- 
ceiving care  in  hospitals  with  experience  and  expertise  in  the  management  of  this 
disease. 

We  have  arrived  at  the  time  when  the  estabUshment  of  Cooley's  anemia  (thalas- 
semia) center-like  structures  under  NHLBI  auspices  is  the  critical  next  step  in 
bringing  the  benefits  of  previous  research  to  bear  on  the  treatment  of  all  patients 
with  Cooley's  anemia  and  in  establishing  a  strong  base  for  fixture  research  efforts. 
Patients  living  in  areas  of  the  United  States  where  Cooley's  anemia  is  rare  should 
have  access  to  the  same  clinical  care  that  has  improved  the  lives  of  many  patients. 
They  deserve  the  opportunity  to  enroll  in  clinical  trials  of  new  therapies  that  may 
benefit  them  directly  and  may  later  benefit  all  patients  with  Cooley's  anemia. 

The  establishment  of  thalassemia  centers  in  which  all  patients  are  registered 
would  ensure  that  studies  have  sufficient  enrollment  to  evaluate  new  therapies  and 
would  also  provide  every  patient  with  an  opportunity  to  take  part  in  these  studies. 
For  example,  the  first  major  trial  of  a  promising  oral  iron  chelator  in  the  United 
States  has  been  judged  by  the  FDA  to  require  at  least  500  patients.  This  can  only 
be  accornplished  through  thalassemia  centers  in  which  all  affected  patients  are  reg- 
istered. Similar  studies  of  other  iron  chelators  as  well  as  drugs  to  increase  fetal  he- 
moglobin can  be  performed  within  this  same  framework.  Thus,  the  thalassemia  cen- 
ters would  allow  the  translation  of  the  many  advances  in  basic  research  during  the 
past  two  decades  into  lifesaving  new  therapies. 

We  believe  that  these  center-like  structures  should  be  in  place,  ready  for  the  clini- 
cal trials  which  we  believe  are  inevitable,  and  Ukely  to  begin  soon. 

Also,  most  of  the  advantages  offered  to  patients  for  improved  care  by  such 
Cooley's  anemia  centers  can  be  realized  with  annual  or  semi-annual  visits.  Those 
aspects  of  care  that  occur  more  frequently  can  be  carried  out  in  the  local  commu- 
nity. Therefore,  eight  Cooley's  anemia  centers — four  on  the  East  Coast,  two  in  the 
Midwest,  and  two  on  the  West  Coast — could  provide  the  specialized  consultative 
care  that  would  assure  that  all  children  with  this  uncommon  blood  disorder  receive 
the  same  high  level  of  treatment  and  access  to  research  studies  no  matter  where 
they  live  or  now  familiar  their  personal  physicians  are  with  Cooley's  anemia.  Suc- 
cessful models  for  this  approach  have  been  established  in  hemophilia,  AIDS  and 
other  disease  that  are  characterized  by  wide  geographical  distribution,  and  complex 
clinical  care  that  is  unfamiliar  to  most  physicians  and  active  clinical  research  trials. 
We  do  not  desire  new  construction  or  major  emenditures  of  funds — rather  we  seek 
the  development  of  these  centers,  like  hemophilia  centers,  in  already  existing  insti- 
tutions with  a  base  population  of  patients. 

With  access  to  Cooley's  anemia  centers  that  demonstrate  strength  in  both  clinical 
care  and  research  in  this  disorder,  patients  will  benefit  from  the  latest  advances  in 
blood  transfusion  and  iron  chelation  therapy,  the  fundamental  components  of  treat- 
ment. They  will  be  evaluated  for  possible  bone  marrow  transplantation  in  a  timely 
fashion.  All  patients  with  Cool3ys  anemia  will  have  the  opportunity  to  take  part 
in  trials  of  new  oral  iron  chelators  that  may  replace  the  painfiil  12-hour-long  daily 
infusions  that  are  necessary  presently.  Through  enrollment  in  Coole/s  anemia  cen- 
ters, patients  will  be  able  to  participate  in  studies  to  test  the  safety  and  effective- 
ness of  drugs  that  can  cure  the  anemia  by  enhancing  fetal  hemoglobin  production. 
The  long  awaited  cure  of  Cooley's  anemia  by  gene  therapy  will  be  a  reality  for  all 
affected  patients,  not  just  those  fortunate  enough  to  receive  their  care  in  one  or  two 
hospitals. 

Basic  and  clinical  research  related  to  Coolers  anemia  have  paved  the  way  for 
many  major  accomplishments  in  the  understanding  and  treatment  of  human  dis- 
eases. Patients  with  Cooley's  anemia  were  the  earliest  contributors  to  the  under- 
standing of  the  molecular  basis  of  blood  disorders  such  as  sickle  cell  disease.  They 
have  helped  improve  the  care  of  all  patients  who  need  regular  blood  transfusions. 
The  establishment  of  Coolejr's  anemia  centers  will  ensiu*  that  all-patients  with 
Cooley's  anemia  will  have  the  opportunity  to  contribute  to  new  scientific  knowledge 
and  better  treatment  of  Cooley's  anemia,  other  blood  disorders  and  all  genetic  dis- 
eases. 
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Second,  we  are  becoming  very  deeply  concerned  with  the  threat  of  AIDS  and  other 
blood-borne  diseases  such  as  hepatitis  to  our  patients,  who  need  constant  blood 
transfusions  to  remain  alive.  For  example,  I  myself  have  already  received  over  1,400 
blood  transfusions,  and  so  far  have  dodged  the  AIDS  bullet.  However,  other  Cooley's 
anemia  patients  have  contracted  AIDS;  of  course,  many  others  have  contracted  hep- 
atitis over  the  years. 

We  know  that  the  NHLBI  has  been  concerned  with  these  matters  over  the  years. 
We  urge  most  strongly  that  the  NHLBI  be  provided  funds  to  help  improve  the  ways 
that  multi-transfused  patients  (e.g.,  those  with  Cooley's  anemia,  severe  aplastic  ane- 
mia, or  sickle  cell  anemia)  can  be  protected  from  the  side  effects  of  blood  admirastra- 
tion  by  fostering  the  development  and  utilization  of  innovative  transfusion  strate- 
gies that  minimize  blood  recipient  exposure,  reduce  human  errors,  pinpoint  the  opti- 
mum blood  hemoglobin  level  and  the  red  cell  infusions  needed  to  achieve  it,  and  im- 
prove iron  chelation.  Although  we  are  continually  being  reassured  by  advertise- 
ments and  public  announcements  that  our  national  blood  supply  is  "safe,"  we  simply 
have  a  hara  time  believing  that,  given  the  record  of  our  patients'  infections. 

We  recognize  that  a  good  deal  of  effort  is  being  made  to  cure  AIDS,  and  we  believe 
that  a  much  stronger  effort  should  be  made  to  make  the  blood  supply  safe,  as  a  pre- 
ventive measure.  We  also  believe  that  a  major  effort  should  be  undertaken  to  assure 
a  sufficient  blood  supply  for  patients  who  need  blood — recent  scarcities  seem  to  us 
to  be  unnecessary,  given  the  volunteer  spirit  of  America.  We  believe  there  is  no  need 
for  scarcity  or  importation  of  blood  from  other  countries;  this  worry  of  our  patients 
should  be  eliminated. 

Mr.  Chairman,  we  are  very  pleased  that  this  committee,  in  last  year's  bill,  pro- 
vided for  several  excellent  initiatives  in  hematology  research,  which  will  benefit  our 
patients  as  well  as  others.  We  support  the  requests  of  the  American  Society  of  He- 
matology for  NIDDK  and  NHLBI;  we  beheve  that  both  NHLBI  and  NIDDK  require 
at  least  an  11.5-percent  increase.  We  strongly  urge  bill  report  language  and  funding 
for  further  vital  work  on  oral  chelators  at  NIDDK. 

We  want  you  to  know  how  much  we  respect  the  leadership  shown  by  the  NHLBI 
and  NIDDK.  Their  doors  are  always  open;  they  take  the  time  to  meet  with  us  and 
discuss  our  concerns.  They  are  doing  a  great  job. 

Thank  you,  Mr.  Chairman.  I  will  be  pleased  to  answer  any  questions  you  may 
have. 

STATEMENT   OF  JOHN   WHITE,   Ph.D.,   PAST   PRESIDENT,  AMERICAN 
LUNG  ASSOCIATION 

Senator  Reid.  We  will  now  hear  from  Dr.  John  White. 

Dr.  White.  Thank  you,  Mr.  Chairman. 

I  am  Dr.  John  White,  a  past  president  of  the  American  Lung  As- 
sociation. My  comments  this  morning  are  on  their  behalf,  as  well 
as  for  the  American  Thoracic  Society. 

At  the  beginning,  Mr.  Chairman,  we  would  like  to  thank  you  and 
the  subcommittee  for  your  continued  support  of  biomedical  re- 
search programs. 

Every  year  nearly  315,000  Americans  die  of  lung  disease;  26  mil- 
lion Americans  live  with  chronic  lung  disease  every  day.  They  suf- 
fer from  emphysema,  chronic  bronchitis,  asthma,  or  other  breath- 
ing problems  that  require  long-term  regular  medical  care.  Many 
major  technological  advances  and  comprehensive  health  care  serv- 
ices now  help  these  patients  survive  and  live  longer,  more  produc- 
tive lives,  but  there  is  a  cost.  Lung  disease  costs  the  U.S.  economy 
a  total  of  $74  billion  annually. 

The  ALA  and  ATS  are  concerned  specifically  about  research  re- 
lated to  the  prevention  and  control  of  lung  disease,  and  we  believe 
that  medical  research  is  an  investment  as  critical  to  the  future 
health  of  every  American  as  is  reform  of  the  health  care  delivery 
system.  We  are,  however,  concerned,  although  the  President's 
budget  once  again  provides  significant  increases  in  funding  for 
some  prominent  diseases,  it  provides  increases  for  others  at  levels 
which  are  well  below  that  necessary  to  keep  pace  with  inflation. 
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The  NHLBI  continues  to  fall  in  the  latter  category.  We  urge  you 
to  consider  our  recommendation  of  $1.4  billion  as  a  more  equitable 
increase  for  the  NHLBI. 

I  would  like  to  conclude  with  some  brief  remarks  about  the  grow- 
ing problem  of  asthma.  Our  written  statement  provides  more  de- 
tail, and  I  ask  that  it  be  included  in  the  record. 

Senator  Reid.  It  will  be. 

Dr.  White.  Asthma  is  one  of  the  most  common  chronic  diseases 
in  the  United  States.  Today,  there  are  an  estimated  12  million 
asthmatics,  nearly  one-half  the  total  number  of  persons  with  chron- 
ic lung  disease.  Asthma  leads  the  list  of  childhood  diseases  causing 
significant  lost  schooldays.  Overall,  direct  and  indirect  costs  exceed 
$6.2  billion  annually. 

Research  on  the  mechanisms  involved  in  the  pathogenesis,  diag- 
nosis, treatment,  and  prevention  of  asthma  is  critical  to  reducing 
the  morbidity  and  mortality  from  this  growing  health  problem. 
Both  the  NHLBI  and  NIAID  have  begun  new  initiatives  on  asthma, 
but  additional  research  resources  are  necessary  if  we  are  to  attack 
properly  the  many  health  care  problems  posed  by  asthma. 

PREPARED  STATEMENT 

For  example,  the  NHLBI  Childhood  Asthma  Management  Pro- 
gram should  be  expanded  to  study  optimal  therapies  for  the  adult, 
including  therapies  for  adult  onset  of  asthma.  Additional  research 
is  also  necessary  for  better  understanding  of  asthma  in  females.  As 
an  example,  in  approximately  one-third  of  asthmatic  women,  the 
asthma  becomes  worse  during  pregnancy. 

If  we  are  to  continue  an  aggressive  research  program  in  lung  dis- 
ease, significant  additional  resources  are  necessary.  We  thank  you 
for  this  opportunity. 

[The  statement  follows:! 

Statement  of  John  White 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  American  Lung  Association 
and  the  American  Thoracic  Society,  ALA's  medical  section,  thank  you  for  this  oppor- 
tunity to  comment  on  the  health  and  biomedical  research  programs  in  the  fiscal 
year  1995  budget.  I  am  Dr.  John  White,  a  past  president  of  tiie  Americem  Lung  As- 
sociation. At  the  outset,  Mr.  Chairman,  I  would  like  to  thank  you  and  the  Sub- 
committee for  your  continued  support  of  biomedical  research  programs. 

Diseases  of  the  lung  constitute  a  devastating  and  growing  health  problem  in  the 
United  States.  Every  year,  nearly  315,000  Americans  die  of  lung  disease.  The  lung 
death  rate  increased  almost  20  percent  between  1979  and  1991 — the  greatest  in- 
crease among  the  top  five  leading  causes  of  death.  Twenty-six  million  Americans 
live  with  chronic  lung  disease  every  day.  They  suffer  fi-om  emphysema,  chronic 
bronchitis,  asthma  or  other  breathing  problems  that  require  long-term,  regular  med- 
ical care.  Many  major  technological  breakthroughs  and  comprehensive  health  care 
services  now  help  chronic  lung  disease  patients  survive  and  live  longer,  more  pro- 
ductive lives.  But  there  is  a  cost.  Lung  disease  costs  the  U.S.  economy  a  total  of 
$74  billion  annually — $46  billion  in  direct  health  care  expenditures  and  another 
$29.5  billion  for  indirect  costs  including  lost  work  productivity. 

The  ALA/ATS  has  reviewed  the  lung-related  research,  training  and  demonstration 
programs  of  the  National  Institutes  of  Health  and  other  agencies  conducting  activi- 
ties related  to  the  prevention  and  control  and  treatment  of  lung  disease.  The  rec- 
ommendations we  make  today  represent  our  best  estimate  of  the  adequate  resources 
necessary  to  continue  these  programs  at  the  level  of  priority  funding  indicated  by 
the  magnitude  of  the  lung  disease  problem. 
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Summary:  Funding  recommendations 

(In  millions) 

National  Institutes  of  Health  $11,941.8 

National  Heart,  Lung  and  Blood  Institute  1,392.9 

National  Institute  for  Allergy  and  Infectious  Diseases  1,161.5 

National  Institute  for  Environmental  Sciences  288.0 

Centers  for  Disease  Control: 

National  Institute  for  Occupational  Safety  and  Health  143.0 

Tuberculosis  Control  Programs  484.0 

Office  on  Smoking  and  Health  30.0 

This  afternoon,  the  comments  of  the  ALA/ATS  will  focus  on  two  areas  of  concern: 
specific  funding  needs  within  the  National  Heart,  Lung  and  Blood  Institute,  the  pri- 
mary source  of  federal  funds  for  lung-related  research,  and  research  and  education 
initiatives  on  asthma. 

Funding  needs  within  the  National  Heart,  Lung  and  Blood  .Institute. — The  ALA/ 
ATS,  while  concerned  specifically  about  research  related  to  the  prevention  and  con- 
trol of  lung  disease,  believes  that  medical  research  is  an  investment  as  critical  to 
the  future  health  of  every  American  as  is  reform  of  the  health  care  delivery  system. 
We  are  concerned,  however,  that  the  President's  budget  once  again  provides  signifi- 
cant increases  in  funding  for  some  prominent  diseases  while  providing  increases  for 
others  well  below  levels  necessary  to  merely  adjust  for  biomedical  research  inflation. 
The  NHLBI  continues  to  fall  in  the  latter  category. 

Investment  in  the  research  program  of  the  NHLBI  is  truly  an  investment  in 
health  care  innovation.  Neonatal  Ilespiratory  Distress  Syndrome  is  one  such  exam- 
ple. Neonatal  Respiratory  Distress  Syndrome  affects  40,000  infants  in  the  United 
States  each  year.  It  is  caused  by  a  deficiency  of  lung  surfactant,  a  substance  that 
lines  the  air  sacs  in  the  lungs  and  prevents  collapse  of  the  lungs.  NHLBI  sponsored 
research  conducted  among  neonates  weighing  500-1,500  grams  demonstrated  that 
surfactant  replacement  therapy  reduced  the  mortality  rate  in  half  Further, 
Neonatal  Respiratory  Distress  Syndrome  and  pulmonary  interstitial  emphysema  de- 
clined in  survivors  by  26  percent  and  47  percent,  respectively.  Adjusting  for  infla- 
tion, the  cost  per  case  decreased  by  approximately  $7,300.  This  represents  an  over- 
all annual  savings  of  $300  million. 

The  NHLBI  research  portfolio  includes  several  budget  mechanisms  of  importance 
to  lung-related  research.  Of  particular  concern  is  the  impact  of  funding  proposals 
for  the  grant  mechanism.  Of  equal  concern  are  the  continued  inadequate  resources 
for  the  Specialized  Centers  of  Research  (SCOR)  program  and  for  research  training. 

The  research  project  grant  remains  the  keystone  of  the  NHLBI  research  portfolio. 
This  includes  the  Regular  Research  Grant,  New  Investigator  Award,  FIRST  Award, 
MERIT  Award,  Small  Business  Innovation  Research  Award,  Program  Project 
Grants  and  Cooperative  Agreements.  A  major  problem  in  the  management  of  this 
mechanism  is  the  provision  of  funding  stability  for  investigators  as  well  as  the  pro- 
vision of  new  opportunities  for  young  investigators.  In  constant  dollars,  funding  has 
fallen  below  levels  in  fiscal  year  1985.  Funding  for  the  NHLBI  research  grant  mech- 
anisms must  be  restored  to  support  continuing  areas  of  research  as  well  as  provide 
new  research  opportunities. 

Begun  in  1971,  NHLBI  now  funds  73  SCOR's  focused  on  13  areas  of  research.  The 
Division  of  Lung  Diseases  supports  27  centers  covering  seven  areas  of  research.  The 
SCOR  program  was  developed  to  advance  basic  knowledge  and  to  generate  the  most 
effective  methods  of  diagnosis,  management  and  prevention  of  disease.  Funded  on 
a  competitive  basis  for  5  years,  SCOR's  are  designed  to  encourage  the  concentration 
of  research  resources,  facilities,  and  personnel  on  specific  research  issues.  The  SCOR 
program  continues  to  be  inadequately  funded  although  the  Institute,  by  legislative 
mandate,  has  initiated  additional  programs  funding  several  new  centers  in  the  same 
period.  The  ALA/ATS  recommends  additional  funds  be  provided  for  the  Centers 
mechanism  to  restore  awards  to  their  approved  levels  and  provide  sufficient  funding 
for  programs  undergoing  competitive  renewal.  Further,  the  NIH  should  be  in- 
structed to  explore  steps  to  stabilize  funding  for  this  mechanism  and  re-establish 
program  balance. 

Research  Training  is  critical  to  continued  advances  in  the  prevention  and  control 
of  lung  disease.  As  new  technologies  are  incorporated  into  research  protocols  and 
highly  specialized  areas  of  research  developed,  adequate  numbers  of  trained  inves- 
tigators will  be  crucial.  The  Institute  supports  several  specific  training  awards  of 
interest  to  the  ALA/ATS.  Scheduled  for  competitive  renewal  are  the  Asthma  Aca- 
demic Award  which  was  developed  to  improve  the  quality  of  medical  education,  re- 
search programs,  and  clinical  practice  focused  on  the  control  of  asthma.  Also  sched- 


524 

uled  for  renewal  is  the  Tuberculosis  Academic  Award.  This  award  is  focused  on  the 
recognition,  prevention,  and  management  of  tuberculosis  in  the  United  States. 

Research  and  education  initiatives  on  asthma. — ^Asthma  is  one  of  the  most  com- 
mon chronic  diseases  in  the  United  States.  Today  there  are  an  estimated  12  million 
asthmatics.  Asthma  leads  the  list  of  childhood  diseases  causing  significant  lost 
school  days.  Overall  direct  and  indirect  costs  from  asthma  are  estimated  to  exceed 
$6.2  billion  annually.  Research  on  the  mechanisms  involved  in  the  pathogenesis,  di- 
agnosis, treatment  and  prevention  of  asthma  is  critical  to  reducing  the  morbidity 
and  mortality  from  this  growing  health  problem. 

The  National  Institutes  of  Health  support  a  broad  range  of  research  activity,  both 
basic  and  clinical  research,  and  education  programs  specifically  within  the  NHLBI 
and  the  National  Institute  for  Allergy  and  Infectious  Diseases  (NIAID).  Clinical  re- 
search activities  include  the  NHLBfs  SCOR  program  in  Chronic  Airways  Diseases, 
which  is  directed  at  the  pathogenesis  of  airway  reactivity  in  children  and  adults 
with  asthma;  NHLBI's  Childhood  Asthma  Management  Program,  which  is  evaluat- 
ing three  long-term  therapies  for  asthma  in  children;  NIAID's  network  of  Asthma 
and  Allergic  Disease  Research  Centers  specifically  directed  at  improving  the  diag- 
nosis, treatment  and  prevention  of  astnma;  and  NIAID's  National  Cooperative 
Inner-City  Asthma  Study  designed  to  identify  those  factors  leading  to  increased 
morbidity  and  mortality  in  the  inner-city  minority  population.  These  initiatives  have 
established  an  invaluable  information  base  on  the  complex  biological  mechanisms 
underlying  asthma.  Continued  support  of  such  efforts  will  provide  information  criti- 
cal to  the  effective  treatment  and  management  of  asthma  and,  eventually,  the  pre- 
vention of  morbidity  and  mortality  due  to  asthma. 

Despite  advances  made  to  date  in  understanding  the  etiology  and  pathophysiology 
of  astnma  and  development  of  new  therapeutic  approaches,  the  prevalence  and  se- 
verity of  asthma  have  significantly  increased  over  the  past  decaae.  To  address  this 
growing  problem,  the  NHLBI  recently  established  an  Asthma  Clinical  Research  Net- 
work. This  Network  has  been  organized  to  facilitate  rapid  evaluation  of  new  thera- 
peutic approaches,  assess  current  treatment  strategies  and  efficiently  disseminate 
laboratory  and  clinical  findings  to  the  health  care  community. 

The  NHLBI  initiated  the  National  Asthma  Education  Program  (NAEP)  in  1989 
to  raise  awareness  that  asthma  is  a  serious  chronic  disease  and  to  promote  more 
effective  management  of  asthma  through  patient  and  professional  education.  The 
Coordinating  Committee  represents  various  national  medical,  public  health,  vol- 
untary and  government  organizations  including  the  ALA  and  ATS.  The  Institute 
has  completed  several  key  activities  including  release  of  its  first  report.  Guidelines 
for  the  Diagnosis  and  Treatment  of  Asthma.  These  guidelines  were  developed  to  pro- 
vide physicians  and  other  health  care  providers  with  state-of-the-art  consensus 
guidelines  for  the  diagnosis  and  treatment  of  asthma.  The  First  National  Conference 
on  Asthma  Management  was  held  in  October  1992  bringing  together  diverse  health 
professionals  concerned  with  the  care  of  patients  with  asthma.  Its  focus  was  on  the 
Guidelines  as  a  way  to  improve  patient  care  and  education. 

Additional  research  resources  are  necessary  if  we  are  to  properly  attack  the  many 
health  care  problems  posed  by  asthma.  For  example,  the  ^^HLBI  Childhood  Asthma 
Management  Program  should  be  expanded  to  study  optimal  therapies  for  the  adult, 
including  therapies  for  adult  onset  of  asthma. 

Additional  research  efforts  are  also  necessary  to  better  understand  asthma  in  fe- 
males. In  approximately  one-third  of  women,  for  example,  asthma  becomes  worse 
during  pregnancy.  Since  poorly  controlled  asthma  has  been  shown  to  have  an  ad- 
verse effect  on  the  fetus,  use  of  drugs  for  optimal  management  has  been  considered 
justified.  However,  their  safety  has  not  been  unequivocally  proven.  The  NHLBI  has 
developed  a  new  initiative  to  study  asthma  during  pregnancy.  The  initiative  will  uti- 
lize the  11  obstetric  centers  comprising  the  National  Institute  of  Child  Health  and 
Human  Development's  Maternal-Fetal  Medicine  Unit  Network.  The  Asthma  in  Preg- 
nancy Study  is  an  observational  study  to  evaluate  the  relationships  between  asthma 
severity  and  treatment  regimens  and  perinatal  outcomes. 

This  past  January,  the  American  Review  of  Respiratory  Disease  became  the 
American  Journal  of  Respiratory  and  Critical  Care  Medicine.  ALA's  "Review"  has 
become  "Journal"  in  recognition  that  its  soul  is  original  scientific  investigation.  "Dis- 
ease" became  "Medicine"  to  recognize  that  investigations  of  disease  mechanisms  are 
leading  to  increasingly  effective  preventions  and  treatments.  Our  name  change  is 
but  one  index  for  measuring  changes  in  the  way  science  is  looking  at  the  future. 
If  we  are  to  continue  such  an  aggressive  research  program,  significant  additional  re- 
sources are  necessary.  Your  continued  support  for  adequate  biomedical  research 
funding  is  greatly  appreciated. 

Senator  Reid.  Thank  you  very  much. 
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Dr.  Gavin,  you  heard  the  testimony  earUer  today  about  diabetes. 

Dr.  Gavin.  Yes. 

Senator  Reid.  Is  there  an3^hing  that  you  would  Hke  to  add?  We 
had  a  good  discussion  with  the  Nobel  Prize  winner. 

Dr.  Gavin.  Well,  the  thing  that  I  would  add  is  that  while  it  is 
true,  as  Dr.  Guillemin  has  pointed  out,  that  research  in  the  areas 
of  growing  replacement  cells,  if  you  will,  for  the  insulin-producing 
cells  that  are  lost  in  many  people  with  diabetes  represents  an  im- 
portant area,  it  is  but  one  area  of  research  that  is  going  to  be  im- 
portant for  the  burden  of  diabetes  in  this  country. 

Over  90  percent  of  the  diabetes  in  this  country  is  of  the  type  that 
we  call  type  II,  which  is  not  predominantly  a  disease  related  to  the 
absence  of  insulin-producing  cells.  So  we  have  a  huge  population 
that  must  be  addressed  by  several  lines  of  research,  and  for  that 
reason  we  think  it  is  very  important  that  basic  research,  looking 
at  the  genetics  of  the  disease,  looking  at  the  underlying  problems 
which  cause  diabetes  in  the  first  place,  must  really  be  strongly 
maintained. 

Senator  Reid.  Dr.  Gavin,  we  have  in  Nevada — I  am  a  member 
of  the  Indian  Affairs  Committee,  and  we  have  a  significant  number 
of  relatively  small  Indian  tribes,  colonies,  and  some  of  which  are 
a  couple  thousand  in  number,  but  the  diabetes,  of  course,  in  Indian 
country  is  even  more  prevalent  than  with  African  Americans. 

Dr.  Gavin.  Absolutely. 

Senator  Reid.  But,  as  I  travel  about  Nevada  and  it  is  very  com- 
mon that  you  run  into  African  Americans  who  have  said  for  dec- 
ades yes,  his  sugar  is  bad  or  her  sugar  is  bad.  And  as  I  was  grow- 
ing up,  I  did  not  know  what  people  were  talking  about,  but  they 
had  diabetes,  their  mother,  their  brother,  their  sister.  Is  it  diet  re- 
lated that  we  have  such  a  high  incidence  of  diabetes  with  minori- 
ties throughout  our  country? 

Dr.  Gavin.  We  do  not  know  the  complete  answer  to  that,  but  we 
do  know  that  there  is  a  very  strong  genetic  component. 

Senator  Reid.  Grenetic  component. 

Dr.  Gavin.  But  having  a  genetic  risk  for  a  disease  does  not  give 
you  a  disease  necessarily. 

Senator  Reid.  I  understand. 

Dr.  Gavin.  It  puts  you  at  risk.  And  it  is  the  combination  of  envi- 
ronmental triggers  in  the  presence  of  that  genetic  risk  that  gives 
expression  to  the  disease.  So  we  clearly  think  that  it  is — we  know, 
in  fact,  that  it  is  things  like  dietary  habits,  obesity,  sedentary  life- 
style, environmental  stresses  of  one  kind  or  another  that  will  give 
rise  to  the  actual  disease  in  such  cases. 

Senator  Reid.  Alcoholism. 

Dr.  Gavin.  Alcoholism  may  or  may  not 

Senator  Reid.  I  mean  I  do  not  know.  I  am  asking  that  in  the 
form  of  a  question. 

Dr.  Gavin.  I  think  particularly  in  the  Indian  population,  it  may 
simply  be  a  concomitant  common  problem,  not  necessarily  related 
to  the  cause  of  the  disease.  I  would  simply  point  out  that  the  ge- 
netic research  that  we  are  talking  about  has  real  importance  in  an 
area  like  type  II  diabetes,  which  is  the  kind  that  you  find  in  Indi- 
ans and  minority  groups.  If  we  find  out,  for  example,  what  the 
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products  of  the  obesity  genes,  what  is  it  that  causes  people  to  be 
predisposed  to  fat  deposition,  which  is  a  very  important  trigger. 

Senator  Reid.  And  we  all  know  that  there  are  such  people,  that 
is  a  fact. 

Dr.  Gavin.  That  actually  have  that  tendency.  And  if  we  can  find 
out  what  the  products  of  those  genes  are  and  find  ways  to  specifi- 
cally inhibit  those  gene  products,  which  is  precisely  the  kind  of 
thing  that  we  do  in  genetic  research,  we  are  talking  about  making 
huge  strides  in  preventing,  at  the  fundamental  level,  a  disease  like 
diabetes. 

Senator  Reid.  So,  doctor,  that  is  gene  research  but  it  is  different 
than  Dr.  Guillemin  talked  about. 

Dr.  Gavin.  It  is  a  different  kind  of  application  of  genetic  re- 
search. 

Senator  Reid.  Yes. 

Dr.  Gavin.  And  I  just  want  to  make  sure  that  we  realize  that 
when  we  talk  about  genetic  research,  we  are  cutting  across  a  broad 
spectrum  of  applications. 

Senator  Reid.  I  appreciate  your  making  that  clear  on  the  record. 
Thank  you  very  much. 

Mr.  Lipskind,  I  have  not  been  aware  of  the  fact  that  there  are 
stroke  clubs. 

Mr.  Lipskind.  Yes. 

Senator  Reid.  And  is  this  something  that  we  have  around  the 
country? 

Mr.  Lipskind.  I  do  not  know  how  many  there  are,  but  there  are 
chapters.  There  is  one  in  the  District  of  Columbia,  there  is  one  in 
Montgomery  County.  They  are  all  over,  all  through  the  States. 
There  is  a  central  association  in  the  District  of  Columbia,  I  know, 
and  there — I  think  it  is  Minnesota  or  Wisconsin 

Senator  Reid.  The  reason  I  mention  that  to  you  is  someone  that 
has  suffered  the  effects,  ill  effects  from  a  stroke,  have  the  same 
tendency  as  the  first  witness  we  had  here  today,  the  professional 
golfer,  when  she  said  she  tried  to  hide  the  effects  of  her  disease. 
And  have  you  found  in  that  you  now  are  an  active  volunteer  in  this 
organization  that,  in  effect,  coming  out  with  the  fact  that  you  have 
had  a  stroke,  and  you  meet  with  other  people  that  have  had  a 
stroke,  and  you  talk  about  your  problems,  has  that  been  beneficial 
to  you  and  other  members  of  the  club? 

Mr.  Lipskind.  It  has  been  beneficial  to  me.  A  lot  of  people  who 
had  strokes,  it  depends  upon  how  long  they  had  the  stroke.  At  first 
they  are  very  reluctant  to  do  anything,  to  say  anything,  because 
they  feel  they  are  looked  upon  as  oddballs.  You  know,  they  are 
looked  upon  as  being  less,  maybe  looked  upon  as  not  having  brain 
power  to  relate  their  feelings.  And  that  being  the  case,  they  would 
rather  be  silent  than  come  out  with  how  they  feel  and  what  is  hap- 
pening. 

Senator  Reid.  So  it  has  been  helpful  to  be  a  member  of  the  club. 

Mr.  Lipskind.  There  are  people  like  myself  who  are — I  hate  to 
say — unusual.  They  come  out  of  the  thing  less  able  than  they  were, 
but  they  have  a  feeling  that  they  have  to  do  something  for  others. 
I  have  a  stronger  feeling  of  doing  something  for  others  than  I  ever 
had  in  my  life.  And  I  have  been  an  educator  all  my  life,  working 
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for  people,  but  this  has  become  a  greater  challenge  and  a  greater 
concern  of  mine,  and  therefore  I  do  it. 

Senator  Reid.  I  think  you  have  made  a  very  good  case  here 
today,  how  networking,  visiting  with  others,  sharing  experiences, 
and  how  you  can,  in  effect,  get  better  by  just  coming  out  of  the 
shell,  so  to  speak. 

Mr.  LiPSKIND.  I  would  like  to  point  out  that  supposedly  this  is 
the  decade  of  the  brain,  and  that  started  in  1990.  And  the  research 
that  NINDS  is  trying  is  really  fabulous.  Of  course,  you  look  at  the 
history,  the  chronology  of  breakthroughs,  you  fmd  6,  7,  8  years 
have  gone  by  before  one  breakthrough  to  another.  So  the  decade  of 
the  brain,  concentrating  at  this  time,  doing  research,  people  in  my 
club,  people  like  me  find  extremely  important. 

Senator  Reid.  Well,  thank  you  very  much. 

Mr.  Cazzetta,  you  are  going  to  have  to  help  me  a  little  bit.  I  am 
not  familiar  with  your  disease.  Could  you  tell  me  a  little  bit  about 
the  disease?  Because  you  have  testified  here  so  many  times  that 
you  take  for  granted  that  we  know  all  about  it.  Now  I  do  not  know 
about  Cooley's  anemia. 

Mr.  Cazzetta.  Basically,  Cooley's  anemia  is  a  genetic  blood  dis- 
order. My  red  cells  do  not  reproduce  as  a  normal  person's  red  cells 
would  reproduce,  requiring  that  I  go  for  transfusions  every  other 
week.  I  receive  two  units  of  blood  of  red  cells  every  other  week. 
And  because  of  the  amount  of  transfusion  that  a  patient  gets,  each 
unit  of  blood  contains  so  much  iron.  That  iron  deposits  on  the 
major  organs  of  my  body,  the  liver,  the  heart.  If  that  goes  un- 
treated, the  body  becomes  toxic  with  iron,  it  becomes  iron-over- 
loaded, and  death  usually  occurs  between  12  and  14  years  of  age. 

Senator  Reid.  That  is  why  the  chelation  has  helped  and  some  of 
the  other  things  that  you  have  outlined. 

Mr.  Cazzetta.  Right.  The  chelation  therapy  is  done  every  night, 
between  10  to  12  hours  a  night,  on  a  small  infusion  pump.  A  needle 
is  injected  either  in  the  stomach 

Senator  Reid.  How  often  do  you  do  that? 

Mr.  Cazzetta.  It  is  supposed  to  be  done  every  day,  but  myself 
and  other  patients,  because  of  the  pain  and  the  length  of  the  time 
it  has  to  be  done,  some  people  average  5  nights  a  week.  Some  pa- 
tients do  not  do  it  at  all.  That  is  a  problem  that  we  have  with  our 
support  group  that  we  run  for  the  patients,  there  is  noncompliance 
among  the  patients. 

Senator  Reid.  Ralph,  could  you  tell  us  how  many  patients,  how 
many  people  have  this  disease  in  the  United  States? 

Mr.  Cazzetta.  In  the  United  States  on  our  mailing  list  for  pa- 
tients we  have  over  650  patients  listed  or  registered. 

Senator  Reid.  It  is  a  relatively  rare  disease,  then,  is  that  right? 

Mr.  Cazzetta.  Relatively  rare  but  also  very  common,  I  believe. 
It  is  the  No.  1  blood  disorder  that  the  WHO  has  declared,  but  not 
too  many  people  are  familiar  with  Cooley's  anemia  or  treatment  of 
thalassemia. 

Senator  Reid.  You  say  you  have  had  over  1,400  transfused  units 
of  blood. 

Mr.  Cazzetta.  I  am  28  and  I  was  diagnosed — I  believe  I  was 
about  8  months. 


528 

Senator  Reid.  Dr.  Beall,  it  is  good  to  have  you  here,  nice  to  see 
you.  My  son  came  here  as  a  member  of  the  University  of  Virginia 
soccer  team.  He  is  a  soccer  player  and  they  won  the  national  cham- 
pionship, and  there  was  a  reception  held  in  the  Capitol  here  by 
Senators  Warner  and  Robb. 

And  I  looked  in  the  audience  and  I  saw  a  young  man  who  was 
the  brother  of  someone  my  son  had  played  soccer  and  basketball 
with,  in  his  high  school.  And  he  was  a  little,  tiny  guy  the  last  time 
I  saw  him.  He  had  cystic  fibrosis  and  had  a  real  tough  time,  but 
he  loved  athletics.  And  he  is  a  member  of  the  McLean  High  School 
soccer  team.  He  is  a  junior  and  I  talked  to  the  coach  about  him, 
he  is  going  to  start  this  year.  Their  soccer  season  is  now  beginning. 
And  he  is  now  taking  one  of  the  drugs — I  do  not  know  which  one. 

Dr.  Beall.  Pulmozyne,  probably. 

Senator  Reid.  And  he  is  really  doing  quite  well.  As  you  have  in- 
dicated, it  breaks  up  the  mucus,  they  do  not  have  to  beat  on  his 
chest  as  they  did,  and  I  am  hopeful  that  this  is  the  beginning  of 
a  much  longer  life  for  this  little  guy  than  when  we  first  knew  him. 
When  we  first  came  back  here,  he  was  3  or  4  years  old  and  not  ex- 
pected to  live  very  long.  So  we  are  making  some  progress,  is  that 
not  right? 

Dr.  Beall.  Absolutely.  When  you  talk  about  pulmozyne,  we  are 
still  treating  the  symptoms  of  the  disease.  And,  obviously,  with 
gene  therapy,  we  want  to  treat  the  cause  of  the  disease. 

Senator  Reid.  And  as  Dr.  Guillemin  indicated,  I  am  sure  that 
you  feel  that  in  the  not-distant-future  there  can  be  better  under- 
standing of  the  disease  and  perhaps  a  cure,  is  that  right? 

Dr.  Beall.  Well,  I  think  that  gene  therapy  is  our  first  step  in 
that  direction.  As  I  mentioned,  we  have  already  treated  12  patients 
in  the  United  States  with  gene  therapy  at  four  institutions  around 
the  country.  These  first  experiments  are  clearly  meant  to  examine 
the  safety  of  this  procedure.  And  so  far  everything  is  going  very 
well,  the  FDA  has  been  very  helpful  to  us,  working  with  the  sci- 
entists around  the  country,  the  recombinant  advisory  committee  of 
the  NIH. 

But,  again,  we  are  just  dealing  with  the  very  early  part  of  it 
where  we  just  try  to  transfer  the  genetic  material,  and  we  are  only 
treating  a  very  small  surface  area  of  the  lungs.  But  we  expect 
hopefully  by  the  year  end,  that  we  will  start  looking  at  seeing  if 
we  can  elicit  or  provoke  or  look  for  clinical  efficacy  where  we  are 
starting  to  treat  a  larger  portion  of  the  lung,  and  this  will  ulti- 
mately lead  to  the  cure  that  we  all  hope  for. 

Senator  Reid.  I  know  a  fine  man  from  Las  Vegas — I  just  cannot 
explain  what  a  fine  person  he  is,  an  old  man  now,  80  years  old.  I 
invited  him  to  the  inauguration  and  we  sat  together  for  dinner  at 
one  of  the  inaugural  festivities.  It  was  not  the  ball,  one  of  the  inau- 
gural dinners.  And  he  had  there  two  of  his  sons,  and  the  one  son, 
it  was  cold  but  he  was  sweating  profusely,  and  he  would  walk  out 
once  and  a  while. 

Anyway,  I  did  not  know  he  had  cystic  fibrosis.  And  he  had  lived 
longer  than — ^you  know,  he  is  near  40  years  old  which  I  understand 
is  quite  old  for  someone 

Dr.  Beall.  Yes;  but  we  have  seen  a  significant  improvement  in 
our  life  expectancy  and  25  years  ago  the  median  life  expectancy 
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was  5,  currently  the  median  life  expectancy  is  29,  and  we  do  have 
some  patients  in  the  forties  and  fifties  and  some  in  the  sixties. 

Senator  Reid.  But,  an3rway,  I  asked  him,  I  said  do  you  have 
other  children?  And  he  said  I  had  three  other  boys,  they  died  all 
with  cystic  fibrosis.  So  this  is  really  good  news  for  our  society,  that 
we  are  making  some  progress  and  giving  people  hope.  Let  us  hope 
we  can  continue  to  do  that. 

Dr.  White,  how  much  of  lung  disease  is  related  to  cigarette  smok- 
ing or  tobacco? 

Dr.  White.  This  is  a  serious  problem.  Asthmatics  are  particu- 
larly sensitive.  Emphysema  is  the  end  result  of  continued  hard 
smoking  by  individuals. 

Senator  Reid.  We  had  Thelma  Thiel  earlier  today.  I  asked  her 
about  liver  disease,  and  she  said  that  it  is  believed  75  percent  of 
the  liver  disease  is  caused  by  alcoholism  or  drug  abuse.  How  about 
your  disease? 

Dr.  White.  I  am  not  sure  that  I  can  quantitate  that  specifically. 

Senator  Reid.  Well,  what  would  you  feel,  50  percent,  10  percent? 

Dr.  White.  More  than  50  percent. 

Senator  Reid.  She  is  saying  something  to  you. 

Dr.  White.  About  75  to  80  percent  is  documented. 

Senator  Reid.  So  the  cost  to  society  of  smoking  is  significant,  is 
it  not? 

Dr.  White.  It  is. 

Senator  Reid.  You  indicated,  as  I  recall,  $80  billion,  something 
like  that,  did  you  not? 

Dr.  White.  Yes;  chronic  lung  disease  costs  the  economy  $80  bil- 
lion a  year. 

Senator  Reid.  And,  you  know,  these  kinds  of  things,  we  talk 
about  them  and  generally  do  not  put  a  face  to  them.  I  saw  one  of 
my  dear  friends  on  an  airplane.  I  went  to  high  school  and  college 
with  him.  We  do  not  keep  in  touch  like  we  did.  Of  course,  I  live 
back  here  most  of  the  time.  And  I  said,  Ron,  you  just  do  not  look 
very  good;  what  is  the  matter?  And  he  has  emphysema,  lung  dis- 
ease. And  he  was  a  smoker.  And  he  said  one  Christmas  he  got  up 
once,  before  the  family  got  up,  and  he  just  could  not  breathe  so  he 
admitted  himself  to  the  hospital.  And  now,  of  course,  he  has  oxygen 
and  all  such  things  that  go  with  it.  So  it  affects  a  lot  of  people. 

Thank  you  all  very  much. 

STATEMENT    OF    WARREN    GREENBERG,    PhJ).,    IVIEMBER,    MENDED 
HEARTS 

Senator  Reid.  The  next  panel  of  witnesses  includes  Dr.  Warren 
Greenberg,  representing  Mended  Hearts;  Dr.  James  Walsh,  rep- 
resenting the  Sleep  Disorders  Association;  Dr.  James  Moller,  rep- 
resenting the  American  Heart  Association;  and  Dr.  Donald  Leon, 
representing  the  American  College  of  Cardiology. 

Dr.  Greenberg.  Yes,  Mr.  Chairman.  Mr.  Chairman,  my  name  is 
Warren  Greenberg.  I  am  a  professor  of  health  economics  at  the 
George  Washington  University.  I  am  married  and  have  a  19-year- 
old  daughter. 

I  appear  here  testifying  for  increased  appropriations  for  the  Na- 
tional Heart,  Lung,  and  Blood  Institute.  I  appear  here  today  as  a 
victim  of  heart  disease  and  as  a  beneficiary  of  the  efforts  of  medical 
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researchers  to  overcome  this  disease.  I  am  also  a  member  of  Mend- 
ed Hearts,  a  support  group — and  you  talked  about  support  groups 
before — of  22,000  individuals  throughout  the  United  States  who 
have  heart  disease  and,  in  fact,  have  a  chapter  in  Reno,  NV. 

I  am  51  years  old.  Actually,  today  is  my  birthday.  I  was  bom 
with  aortic  stenosis,  a  narrowing  of  the  heart  valve.  Throughout 
my  entire  life  I  have  lived  with  heart  disease,  often  incredibly  se- 
vere. When  I  was  in  my  early  teens,  my  physicians  did  not  allow 
me  to  play  high  school  intermural  sports.  At  the  age  of  18  I  was 
told  not  to  play  ball  under  any  circumstances.  In  my  early  twenties 
I  was  told  to  climb  no  more  than  two  flights  of  stairs.  By  my  early 
and  mid  thirties  I  began  to  climb  steps  more  and  more  slowly,  often 
pausing  to  rest. 

I  never  carried  an  attache  case  home  from  work.  It  was  too 
heavy.  I  would  often  balance  a  large  book  on  my  hips,  rather  than 
carrying  it  outright,  in  order  to  blunt  the  weight.  I  would  walk  two 
or  three  blocks  on  a  level  street  to  avoid  going  up  three  or  four 
steps  at  the  end  of  particular  blocks.  I  could  barely  lift  my  newborn 
child.  I  could  not  help  my  wife  take  in  the  groceries.  I  was  a  car- 
diac cripple. 

In  May  1982,  at  the  age  of  39,  I  had  open-heart  surgery  at  the 
Cleveland  Clinic  to  replace  my  diseased  valve.  After  my  recuper- 
ative period,  I  was  amazed  to  fmd  that  not  only  was  I  able  to  walk, 
but  was  able  to  play  tennis,  to  jog,  and  to  exercise.  I  was  able  to 
live  a  normal  life.  By  August  1988,  however,  my  new  valve  had 
failed.  I  again  had  cardiac  surgery  at  the  Cleveland  Clinic  to  re- 
place the  previous  valve  with  an  artificial  plastic  valve.  I  am  again 
able  to  live  a  relatively  normal,  very  productive  life,  and  I  am  deep- 
ly thankful  for  it. 

For  nearly  12  years,  thanks  to  the  fruits  of  medical  research,  I 
have  been  able  to  travel  abroad  at  least  once  a  year,  to  be  a  produc- 
tive author  of  many  scholarly  articles  and  a  number  of  books  on 
the  U.S.  health  care  economy.  I  have  been  quoted  often  on  my 
views  on  the  U.S.  health  care  system  and  made  many  television  ap- 
pearances to  that  system.  If  it  were  not  for  the  advances  in  re- 
search leading  to  improved  techniques  in  open-heart  surgery,  I 
would  not  have  seen  my  fortieth  birthday. 

As  an  economist,  I  observe  continually  the  link  between  mone- 
tary resources  and  the  development  of  innovation  and  technology. 
Health  care  research,  and  cardiovascular  research  in  particular,  is 
no  exception.  I  also  understand,  as  an  economist,  that  there  are  al- 
ways competing  uses  for  appropriated  moneys.  However,  cardio- 
vascular diseases  last  year  killed  more  than  920,000  Americans, 
more  than  150,000  of  whom  were  under  age  65.  Despite  advances 
in  medical  research,  these  diseases  remain  the  No.  1  killer  in  the 
United  States  and  a  leading  cause  of  disability. 

PREPARED  STATEMENT 

From  my  perspective  and  for  those  in  Mended  Hearts  and  others 
in  the  United  States  who  have  heart  disease,  or  who  will  get  it  in 
their  lifetime,  I  ask  for  an  increase  in  appropriations  for  the  Na- 
tional Heart,  Lung,  and  Blood  Institute  to  $1.4  billion,  to  help  re- 
duce further  the  incidence  and  degree  of  heart  disease. 

Senator  Reid.  Thank  you,  doctor,  very  much. 
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[The  statement  follows:] 

Statement  of  Warren  Greenberg 

My  name  is  Warren  Greenberg.  I  am  a  professor  of  health  economics  and  of 
health  care  sciences  at  The  George  Washington  University.  I  am  married  and  have 
a  19-year-old  daughter. 

I  appear  here  to  testify  for  increased  appropriations  for  the  National  Heart,  Lung, 
and  Blood  Institute.  I  appear  here  today  as  a  victim  of  heart  disease  and  as  a  bene- 
ficiary of  the  efforts  of  medical  researchers  to  overcome  this  disease.  I  might  also 
add  that  1  am  a  member  of  Mended  Hearts,  Inc.,  a  support  group  of  22,000  individ- 
uals throughout  the  United  States  who  have  heart  disease,  and  I  have  been  ap- 
pointed lobbying  and  legislation  chairperson  of  that  group — a  volunteer  position. 

I  am  50  years  old.  I  was  bom  with  aortic  stenosis,  a  narrowing  of  the  heart  valve. 
Throughout  my  entire  life  I  have  lived  with  heart  disease,  often  incredibly  severe. 

When  I  was  in  my  early  teens,  my  physicians  did  not  allow  me  to  play  high-school 
inter-mural  sports,  although  I  was  a  fine  young  athlete.  At  the  age  of  eighteen  I 
was  told  not  to  play  ball  under  any  circumstances.  In  my  early  20's  I  was  told  to 
climb  no  more  than  two  flights  of  stairs.  By  my  early  and  mid-thirties  I  began  to 
climb  steps  more  and  more  slowly,  often  pausing  to  rest.  I  never  carried  an  attache 
case  home  from  work.  It  was  too  heavy.  I  would  often  balance  a  large  book  on  my 
hips,  rather  than  carrying  it  outright,  in  order  to  blunt  the  weight.  I  would  walk 
two  or  three  blocks  on  a  level  street  to  avoid  going  up  three  or  four  steps  at  the 
end  of  particular  blocks.  I  could  barely  lift  my  newborn  child;  I  could  not  help  my 
wife  take  in  the  grocery  bags.  I  was  a  cardiac  cripple. 

On  May  7,  1982,  at  the  age  of  39,  I  had  open-heart  surgery  at  the  Cleveland  Clin- 
ic to  replace  my  diseased  valve  with  the  v£ilve  of  a  pig.  After  my  six-week  recuper- 
ative period  I  was  amazed  to  find  that  not  only  was  I  able  to  walk,  but  was  able 
also  to  play  tennis,  to  jog,  and  to  exercise.  I  was  able  to  live  a  normal  life. 

By  August  1988,  however,  my  new  valve  had  failed.  On  August  31,  I  again  had 
cardiac  surgery  at  the  Cleveland  Clinic  to  replace  the  failed  pig  valve  with  an  artifi- 
cial plastic  valve,  known  as  the  St.  Jude's  valve.  I  am  again  able  to  live  a  relatively 
normal,  very  productive  life.  And  I  am  deeply  thankful  for  it. 

I  still  take  a  blood-thinning  medicine,  Coumadin,  which  helps  prevent  clots  on  my 
new  valve.  At  the  same  time,  because  of  the  medicine,  I  must  be  cognizant  and  care- 
ful of  excessive  bleeding.  In  1983  I  contracted  bacterial  endocarditis,  an  infection  of 
the  heart  valve,  from  dental  surgery  which  kept  me  in  the  hospital  for  six  weeks. 
Whenever,  I  have  dental  work,  I  now  get  intravenous  penicillin  to  protect  me 
against  such  infections.  I  realize  that  my  valve,  as  a  mechanical  device,  may  fail 
at  any  time  in  the  future. 

For  nearly  twelve  years,  thanks  to  the  fruits  of  medical  research,  I  have  been  able 
to  travel  abroad  at  least  once  a  year,  to  jog  in  the  park,  to  be  a  productive  author 
of  many  scholarly  articles  and  a  number  of  books  on  the  health  care  economy.  I  have 
been  quoted  often  on  my  views  of  the  U.S.  health  care  system  and  have  made  many 
television  appearances.  If  it  were  not  for  the  advances  in  research  leading  to  im- 
proved techniques  in  open-heart  surgery  I  would  not  have  seen  my  fortieth  birthday. 
I  would  not  be  able  to  look  forward  to  a  hfe  of  many  rewards  and  enjoyments. 

As  an  economist  I  observe  continually  the  link  between  monetary  resources  and 
the  development  of  innovation  and  technology.  Health  care  research,  and  cardio- 
vascular research  in  particular,  is  no  exception.  I  also  understand  as  an  economist 
that  there  are  always  competing  uses  for  appropriated  monies.  However,  cardio- 
vascular diseases  last  year  killed  more  than  923,000  Americans,  more  than  150,000 
of  whom  were  under  age  65.  Despite  advances  in  medical  research,  these  diseases 
remain  the  number  one  killer  in  the  United  States  and  a  leading  cause  of  disability. 
From  my  personal  perspective  and  for  those  in  Mended  Hearts  Inc.  and  others  in 
the  United  States  who  have  heart  disease  or  will  get  it  in  their  lifetime,  I  ask  for 
an  increase  in  appropriations  for  NHLBI  to  $1.4  billion,  to  help  reduce  further  the 
incidence  and  degree  of  heart  disease. 

STATEMENT    OF    JAMES    K.    WALSH,    Ph.D.,    AMERICAN    SLEEP    DIS- 
ORDERS ASSOCIATION 

Senator  Reid.  We  will  now  hear  from  Dr.  James  Walsh,  Amer- 
ican Sleep  Disorders  Association. 

Dr.  Walsh.  Thank  you,  Mr.  Chairman.  I  am  very  pleased  to  be 
here  today  on  behalf  of  the  American  Sleep  Disorders  Association 
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to  comment  on  funding  for  sleep  disorders  research  within  the  NIH 
for  fiscal  year  1995. 

As  recommended  by  the  National  Commission  on  Sleep  Disorders 
Research,  Congress  founded  the  National  Center  for  Sleep  Dis- 
orders Research  when  it  passed  the  NIH  Revitalization  Act  during 
the  last  session.  This  represents  the  first  time  ever  that  a  Federal 
agency  was  given  the  authority  and  responsibility  to  address  the 
significant  health  and  safety  issues  associated  with  sleep  disorders 
and  sleep  deprivation.  The  ASDA  firmly  supported  the  creation  of 
the  center,  and  believes  it  holds  much  promise  for  reducing  the 
widespread  consequences  of  sleep  disorders  and  society's  general 
disregard  for  sleep. 

Strong  support  for  the  national  center  is  crucial  to  our  Nation  as 
40  million  Americans  suffer  from  chronic  sleep  disorders  and  mil- 
lions more,  at  any  given  time,  have  not  obtained  sufficient  sleep. 
The  consequences  of  sleep  deprivation  are  not  trivial.  They  include 
reduced  productivity,  lowered  cognitive  performance,  increased 
likelihood  of  accidents,  higher  cardiovascular  morbidity  and  mortal- 
ity risk,  and  certainly  a  decreased  quality  of  life. 

I  would  like  to  highlight  one  important  consequence  of  sleep  dis- 
orders, and  that  is  sleep  related  motor  vehicle  accidents.  In  fact,  I 
feel  fortunate  to  be  here.  Just  a  few  short  weeks  ago,  while  stopped 
in  traffic,  I  was  rammed  from  behind,  shoved  almost  all  the  way 
under  a  tractor  trailer  by  an  individual  who  simply  fell  asleep  at 
the  wheel.  The  National  Transportation  Safety  Board  estimates 
that  this  may  happen  as  many  as  400,000  times  a  year  in  the  Unit- 
ed States;  certainly  very  costly  with  any  yardstick. 

In  any  case,  the  national  center,  if  given  the  resources,  can  do 
a  lot  to  reduce  these  senseless  accidents  simply  by — well,  a  little 
bit  of  research  and  considerable  education.  In  addition  to  the  alco- 
hol-related accidents  that  we  know  are  very  significant,  sleep-relat- 
ed accidents  are  just  as  important  and  public  education  will  have 
the  same  effect  to  reduce  sleep-related  accidents  as  it  has  had  re- 
ducing the  effect  of  alcohol-related  accidents. 

The  accidents  are  not  just  on  our  highways.  We  have  heard  of 
the  fairly  recent  Amtrak  train  disaster  in  the  Alabama  bayou.  We 
have  heard  about  the  Exxon  Valdez.  Most  people  do  not  know  that 
these  accidents  occurred  when  the  operators  of  these  vehicles  are 
operating  at  a  time  of  reduced  attention.  That  is,  they  are  in  their 
sleepy  phase  of  their  circadian  sleep-wake  rhythm,  a  time  where 
their  reaction  time  is  slower  and  errors  are  much,  much  more  like- 
ly. More  research  is  needed  to  wake  up  America. 

For  fiscal  year  1994,  Congress  provided  an  increase  in  our  Na- 
tional Heart,  Lung,  and  Blood  Institute  funding  to  establish  the 
center,  and  we  would  recommend  that  funding  be  allocated  for  fur- 
ther support  of  the  national  center.  The  National  Commission  rec- 
ommended $83  million  to  fund  the  National  Sleep  Center,  and  we 
continue  to  support  this  recommendation.  However,  recognizing  the 
many  demands,  we  request  that  at  least  $20  million  be  allocated 
in  fiscal  year  1995  to  support  the  activities  of  the  National  Sleep 
Center. 
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PREPARED  STATEMENT 

Thank  you  very  much  for  this  opportunity.  And  just  in  an  aside, 
Senator,  thank  you  very  much  for  your  personal  interest  when  you 
met  with  Dr.  DeMenthe  and  Dr.  Stellgis  in  your  office  a  few 
months  ago.  Thank  you. 

[The  statement  follows:] 

Statement  of  James  K.  Walsh 

Good  morning.  I  am  Dr.  James  Walsh,  and  I  am  very  pleased  to  be  here  today 
on  behalf  of  the  American  Sleep  Disorders  Association.  A  medical  and  scientific  soci- 
ety, the  ASDA  represents  more  than  2,000  physicians  and  researchers.  Part  of  the 
ASDA's  mission  is  to  foster  research  in  the  field  of  sleep  medicine  and  to  educate 
both  the  public  and  health  care  professionals  about  sleep  disorders.  The  ASDA  ap- 
preciates this  opportunity  to  present  its  comments  on  funding  for  sleep  disorders 
within  the  National  Institutes  of  Health  for  fiscal  year  1995. 

national  center  for  sleep  disorders  research  is  established 

As  recommended  by  the  National  Conmiission  on  Sleep  Disorders  Research,  Con- 
gress established  the  National  Center  for  Sleep  Disorders  Research,  housed  within 
the  National  Heart,  Lung,  and  Blood  Institute,  when  it  passed  the  NIH  Revitaliza- 
tion  Act  during  the  last  session.  For  the  first  time  ever,  a  federal  agency  has  been 
given  the  authority  and  responsibility  to  address  the  significant  health  and  safety 
issues  associated  with  sleep  disorders  and  sleep  deprivation.  The  ASDA  firmly  sup- 
ported the  creation  of  the  Center  and  believes  it  holds  much  promise  for  reducing 
the  widespread  consequences  of  untreated  sleep  disorders  and  for  uncovering  more 
of  the  mysteries  of  sleep. 

A  strong  National  Center  is  crucial  to  our  nation  as  problems  with  sleep  affect 
so  many  and  often  have  dire  consequences.  Forty  million  American  adults  suffer 
from  chronic  sleep  disorders,  such  as  insomnia  and  sleep  apnea,  and  another  20  to 
30  million  have  intermittent  sleep  problems;  millions  more  at  any  given  time  have 
not  obtained  sufficient  sleep.  The  consequences  of  these  sleep  disorders  and  common 
sleep  deprivation  are  not  trivial:  they  include  reduced  productivity,  lowered  cog- 
nitive performance,  an  increased  likelihood  of  accidents  (behind  the  wheel,  on  the 
job,  and  at  home),  a  higher  morbidity  and  mortality  risk,  and  a  decreased  quality 
of  life. 

More  specifically,  sleep-related  motor  vehicle  accidents  continue  to  take  the  lives 
of  our  citizens — ^young  and  old  alike — at  great  emotional  and  financial  cost.  Yet 
given  the  resources,  the  National  Center  can  do  much  to  reduce  these  senseless  acci- 
dents. It  is  not  by  chance  that  the  number  of  alcohol-related  motor  vehicle  accidents 
has  declined  over  recent  years;  this  change  has  occurred  in  conjunction  with  forceful 
measures  to  educate  the  public  about  the  consequences  of  driving  while  intoxicated. 
The  same  must  now  be  done  about  the  hazards  of  driving  while  (fi-owsy. 

In  addition,  too  many  horrible  industrial  accidents  still  occur  during  the  night 
shift:  the  recent  tragedy  with  the  Amtrak  train  in  the  Alabama  bayou  is  just  one 
case.  Clearly,  weather  and  lack  of  equipment  on  the  towboat  were  significant  factors 
in  the  disaster,  but,  like  the  Exxon  Valdez  grounding,  it  occurred  when  the  opera- 
tor's sleep-wake  cycle  was  in  the  sleep  phase.  We  know  that  workers  are  more  likely 
to  be  inattentive,  to  have  slower  reaction  times,  and  to  make  more  mistakes  during 
the  hours  between  midnight  and  6:00  am.  Yet  little  is  currently  done  to  improve 
alertness  and  to  reduce  the  safety  risk  for  shiftworkers. 

Recent  research  shows  that  bright  light  therapy  can  help  adjust  a  night  shift 
workers'  circadian  rhythm  so  that  they  are  more  alert  on  duty  and  can  sleep  better 
during  the  day.  Likewise,  administration  of  melatonin  shows  promise  for  treating 
sleep  problems  related  to  jet  lag  and  shift  work.  More  investigation  is  needed  to 
make  these  and  other  treatments  practical  for  millions  of  workers.  Just  as  impor- 
tantly, the  public  and  industry  need  to  learn  of  the  risks  that  are  so  evident  to  sci- 
entists. Research  in  this  area  is  just  one  concrete  example  of  how  the  work  of  the 
National  Center  can  benefit  American  society. 

FUNDING  AND  PROGRAMS  OF  THE  NATIONAL  CENTER  FOR  SLEEP  DISORDERS  RESEARCH 

For  fiscal  year  1994,  Congress  provided  an  increase  in  the  funding  for  the  Na- 
tional Heart,  Lung,  and  Blood  Institute  in  order  to  enable  the  Center  to  be  estab- 
lished. The  Center  has  already  begun  its  search  for  a  director  as  well  as  the  ap- 
pointment process  for  the  Center's  Advisory  Board.  The  Center  is  also  working  on 
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a  multi-year  research  initiative  in  cardiopulmonary  diseases  related  to  sleep  dis- 
orders; the  RFA  is  expected  soon.  Moreover,  the  Center  has  been  working  with  the 
various  NIH  agencies  (such  as  NINDS  and  NIA)  to  develop  program  announcements 
throughout  NIH  that  will  encourage  research  proposals  in  sleep  disorders;  these  pro- 
posals would  receive  special  attention  in  the  peer  review  process. 

The  ASDA  is  particularly  pleased  that  the  Center  is  developing  a  government- 
wide  plan  for  a  National  Sleep  Disorders  Public  Awareness  Campaign.  Such  a  cam- 
paign will  help  millions  of  individuals  to  recognize  the  symptoms  of  untreated  sleep 
disorders  and  to  realize  the  importance  of  sleep  to  health  and  quality  of  life. 
Progress  on  the  campaign  has  already  conmienced:  each  agency  within  the  NIH  has 
designated  its  ex-officio  representative  to  the  scientific  Advisory  Board,  and  agencies 
outside  of  NIH  will  soon  designate  ex-officio  representatives  to  the  Center's  Advisory 
Board. 

The  National  Commission  on  Sleep  Disorders  Research  found  that  our  federal  gov- 
ernment offers  no  publications  on  sleep  and  sleep  disorders,  although  it  was  possible 
to  obtain  free  booklets  from  the  Consumer  Information  Center  of  the  General  Serv- 
ices Administration  entitled  "Home  for  Birds,"  "Hair:  A  Personal  Statement,"  and 
"The  Duck  Stamp  Story." 

Ignorance  about  sleep  is  not  limited  to  the  general  public.  The  Commission  re- 
ported that  "medical  school  and  residency  training  programs  provide  few  insights 
into  the  identification  and  treatment  of  sleep  disorders,  sleep  deprivation,  and  circa- 
dian  disruptions.  As  a  result,  only  a  very  few  physicians  are  sufficiently  well-trained 
to  recognize  and  to  treat  their  patients'  sleep  disorders."  In  fact,  one  survey  for  the 
Commission  reported  at  73.6  percent  of  those  respondents  who  saw  a  physician  said 
their  doctor  had  never  inquired  about  their  sleep.  The  Commission  also  found  that, 
on  average,  a  person  with  narcolepsy  had  to  see  five  physicians  over  fifteen  years 
before  receiving  the  proper  diagnosis. 

The  National  Comimssion  specifically  recommended  that  $3.25  million  be  pro- 
vided to  the  Center  for  a  public  awareness  campaign,  and  thus  the  Center  is  devel- 
oping a  government-wide  plan  for  a  National  Sleep  Disorders  Public  Awareness 
Cfampaign.  In  addition,  it  was  recommended  that  $4  million  be  appropriated  to  fur- 
ther the  education  of  health  care  professionals. 

The  ASDA  is  encouraged  that  the  Center  is  rapidly  initiating  these  steps  nec- 
essary to  fulfill  its  mandate.  In  order  for  the  Center's  important  work  to  proceed, 
the  National  Commission  on  Sleep  Disorders  Research  recommended  the  following 
levels  of  funding  (in  millions  of  dollars)  for  the  Center: 

National  center  $16.40 

Strengthening  of  ongoing  programs  55.80 

Accountability  in  Federal  agencies  1.10 

Training  and  career  development  2.50 

Education  of  health  professionals  4.00 

Public  awareness  campaign  3.25 

Total  83.05 

The  ASDA  continues  to  support  this  recommendation.  However,  in  light  of  the 
many  demands  the  federal  government  has  on  its  resources,  we  request  that  at  least 
$20  million  be  allocated  in  fiscal  year  1995  to  the  NHLBI  for  the  activities  of  the 
Center.  This  level  of  funding  would  support  the  rudimentary  issues  of  public  edu- 
cation and  critical  research  questions.  Considering  the  widespread  prevalence  of 
sleep  disorders  and  sleep  deprivation,  not  to  mention  the  devastating  and  costly  con- 
sequences, our  country  cannot  afford  to  let  this  opportunity  pass  by. 

The  ASDA  strongly  encourages  the  Committee  to  appropriate  $1,392,889,200  for 
the  National  Heart,  Lung,  and  Blood  Institute  so  that  the  Center  can  continue  to 
proceed  successfully  in  answering  its  charge  to  conduct  research  and  to  educate  the 
public. 

Thank  you  again  for  giving  the  ASDA  this  opportunity  to  testify  before  your  sub- 
committee, and  more  importantly,  for  your  commitment  to  helping  the  millions  of 
Americans  who  suffer  from  sleep  disorders  and  the  millions  more  who  have  been 
or  may  be  victims  of  sleep-related  accidents. 

STATEMENT  OF  JAMES  MOLLER,  M.D.,  AMERICAN  HEART  ASSOCIA- 
TION 

Senator  Reid.  Dr.  James  Moller. 

Dr.  Moller.  Mr.  Chairman,  the  American  Heart  Association  ap- 
preciates the  subcommittee's  support  for  cardiovascular  research, 
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particularly  for  funding  research  centers  in  pediatric  cardiovascular 
diseases. 

Despite  progress,  cardiovascular  diseases,  including  heart  attack 
and  stroke,  remain  a  major  cause  of  disability  and  America's  No. 
1  killer  of  both  men  and  women.  Cardiovascular  diseases  cause  43 
percent  of  all  American  deaths  and  claim  a  life  every  34  seconds. 
Heart  attack  alone  kills  five  times  as  many  American  women  as 
breast  cancer.  More  than  one  in  five  Americans  suffer  from  cardio- 
vascular diseases,  which  will  cost  this  country  $128  billion  this 
year  alone.  Cardiovascular  diseases  would  remain  a  major  cause  of 
death  even  if  all  Americans  changed  their  health  habits,  so  re- 
search and  prevention  programs  must  be  key  components  of  health 
care  reform  because  they  save  lives  and  they  save  money. 

We  support  the  ad  hoc  group's  proposal  of  $11.95  billion  for  NIH, 
and  within  this  amount  we  have  specific  recommendations  for 
NHLBI  and  NINDS.  You  know,  the  President's  budget  recommends 
$1.3  billion  for  NHLBI  non-AIDS  research,  but  this  increase  is  less 
than  the  figure  for  biomedical  research  inflation.  If  this  went 
through  NHLBI's  buying  power  would  be  reduced  below  fiscal  year 
1985.  Heart  and  stroke  research  would  receive  only  $764  million, 
and  this  is  in  comparison  to  the  NCI  cancer  research  recommenda- 
tion of  nearly  $2  billion  and  the  total  NIH  AIDS  budget  of  $1.4  bil- 
lion. 

The  Heart  Association  advocates  a  fiscal  year  1995  appropriation 
of  $1.4  billion,  including  AIDS,  for  the  Institute,  because  many 
promising  opportunities  in  terms  of  cellular  mechanisms  of  disease, 
looking  at  initiatives  that  affect  millions  of  elderly  Americans,  look- 
ing at  issues  related  to  the  racial  difference  in  blood  pressures,  es- 
pecially among  African  Americans. 

Stroke  is  America's  No.  3  killer.  It  is  a  leading  cause  of  disability 
and  a  major  cause  of  late-life  dementia.  Every  minute,  stroke 
strikes  an  American.  Nearly  one-third  die,  and  most  survivors  are 
permanently  disabled.  Stroke  survivors,  numbering  3  million,  face 
years  of  debilitating  impairment  and  overwhelming  medical  ex- 
penses which  will  cost  our  country  $20  billion  this  year. 

The  President's  budget  would  allocate  only  $74  million  for 
NINDS  stroke  research,  making  the  decade  of  the  brain  seem  rath- 
er hollow.  We  think  that  they  must — the  Institute  must  receive  suf- 
ficient funds  to  maintain  momentum,  and  have  recommended  an 
appropriation  of  $95  million  in  order  to  give  stroke  research  the 
major  priority  that  it  requires. 

Thank  you  very  much. 

STATEMENT  OF  DONALD  F.  LEON,  M.D.,  FACC,  MEMBER,  BOARD  OF 
TRUSTEES,  AMERICAN  COLLEGE  OF  CARDIOLOGY 

Senator  Reid.  Dr.  Don  Leon. 

Dr.  Leon.  Thank  you,  Mr.  Chairman.  I  am  Donald  F.  Leon,  M.D., 
professor  of  cardiovascular  medicine  at  G^eorgetown  University 
Medical  Center,  where  I  have  recently  resigned  my  position  as 
medical  director  and  dean  to  devote  my  full  effort  to  patient  care 
and  teaching.  I  am  pleased  to  be  with  you  today  representing  the 
American  College  of  Cardiology,  where  I  am  a  member  of  the  board 
of  trustees. 
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The  National  Heart,  Lung,  and  Blood  Institute  is  our  Nation's 
catalyst  for  top  quality  research  in  basic  and  clinical  cardiovascular 
sciences.  The  NHLBI's  ultimate  objective  is  to  enhance  the  preven- 
tion, diagnosis,  and  treatment  of  our  Nation's  leading  health  prob- 
lem. Our  college  wishes  to  affirm  its  strong  support  for  funding  for 
the  NHLBI  at  a  high  level  for  fiscal  year  1995. 

President  Clinton's  budget  was  presented  to  Congress  on  Feb- 
ruary 7,  calling  for  an  increase  in  funding  from  $1.2  to  $1.3  billion, 
roughly  3.7  percent.  The  American  College  of  Cardiology  rec- 
ommends instead  an  increase  to  $1.5  billion  for  1995,  9.5  percent, 
in  order  to  sustain  the  scientific  advances  of  the  last  several  dec- 
ades. 

Even  though  death  rates  from  cardiovascular  disease  declined 
more  than  25  percent  between  1981  and  1991,  heart  attack  is  still 
the  No.  1  killer  of  American  men  and  women.  One  American  dies 
every  34  seconds  of  heart  disease.  We  must  continue  our  efforts  to 
reduce  mortality  and  improve  quality  of  life  through  NHLBI  re- 
search. We  should  do  no  less. 

Our  college  has  been  the  leader  in  developing  cardiovascular 
practice  guidelines  as  part  of  our  contribution  to  national  health 
care  priorities.  We  depend  heavily  on  NHLBI  research  results  to 
substantiate  our  practice  recommendations,  so  important  in  health 
care  reform. 

The  NHLBI  conducts  vital  research  initiatives  in  heart  disease 
for  women,  the  elderly,  and  a  variety  of  other  related  topics  which 
limit  productivity  in  middle  life  for  Americans:  high  blood  pressure, 
disorders  of  the  heartbeat,  congenital  defects,  and  especially  coro- 
nary disease.  By  addressing  these  topics,  the  NHLBI  advances  the 
health  and  quality  of  life  of  all  Americans.  It  should  be  recognized 
that  medical  research  also  contributes  significantly  to  the  economy 
by  stimulating  a  vibrant  biotechnology  industry,  an  important  sec- 
ondary byproduct,  if  you  will,  of  federally  sponsored  research. 

It  is  also  important  that  there  be  no  confusion  between  the  fund- 
ing of  cardiovascular  research  and  efforts  to  contain  health  care 
costs.  These  are  quite  separate  initiatives,  and  funding  of  research 
is  the  very  best  investment  which  can  be  made  in  the  future  for 
high  quality  and  effective  cardiovascular  care. 

PREPARED  STATEMENT 

Mr.  Chairman,  I  appreciate  the  opportunity  of  appearing  before 
the  committee,  such  as  it  is.  On  behalf  of  my  colleagues  in  cardio- 
vascular medicine  and  surgery  I  wish  to  thank  the  members  who 
are  here  and  those  who  are  not  present  for  their  consistent  support 
oftheNHLBL 

[The  statement  follows:] 

Statement  of  Donald  F.  Leon,  M.D. 

Mr.  Chairman,  and  members  of  the  Subcommittee,  I  am  Donald  F.  Leon,  M.D., 
Medical  Director  and  Dean  of  Clinical  Affairs  at  Georgetown.  University  Medical 
Center,  and  a  Fellow  of  the  American  College  of  Cardiology  (ACC).  I  am  very 
pleased  to  be  with  you  today  representing  the  College,  a  21,800  member  non-profit 
professional  medical  society  and  teaching  institution  whose  mission  is  to  foster  opti- 
mal cardiovascular  care  and  disease  prevention  through  professional  education,  pro- 
motion of  research,  and  leadership  in  the  development  of  standards  and  gxiidelines 
and  the  formulation  of  health  care  policy. 
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The  National  Heart,  Lung,  and  Blood  Institute  (NHLBI)  is  our  nation's  catalyst 
for  quality  medical  research  in  the  basic  and  clinical  sciences  with  the  ultimate  ob- 
jective of  enhancing  the  prevention,  diagnosis,  and  treatment  of  cardiovascular  dis- 
ease. We  wish  to  confirm  our  strong  and  ongoing  support  for  funding  for  the  Insti- 
tute at  the  highest  possible  level  for  fiscal  year  1995.  The  American  College  of  Car- 
diology recommends  an  increase  of  9.5  percent  from  fiscal  year  1994,  or  a  total  of 
$1.4  bUlion  for  NHLBI  in  fiscal  year  1995. 

The  importance  of  cardiovascular  disease  to  the  health  of  our  nation  is  evident 
in  the  estimates  by  the  American  Heart  Association  (AHA)  that  more  than  56  mil- 
lion Americans — more  than  one  in  five — suffer  from  the  consequences  of  heart  dis- 
ease. In  fact,  heart  attack  is  the  number  one  killer  of  both  American  men  and 
women.  The  United  States  has  traditionally  been  at  the  forefront  of  cardiovascular 
research,  reaping  important  societal  benefits  through  a  reduction  in  the  nimiber  of 
deaths  from  cardiovascular  disease  and  allowing  longer,  more  productive  lives. 
Death  rates  from  cardiovascular  disease  overall  declined  25.7  percent  between  1981 
and  1991.  The  programs  of  the  NHLBI  have  been  central  to  achieving  these  results. 
In  addition,  medical  research  has  stimulated  a  vibrant  biotechnology  industry  which 
brings  substantial  economic  benefits  to  this  country.  We  fear  that  putting  the  brakes 
on  medical  research  and  development  could  mean  the  loss  of  America's  world  leader- 
ship in  this  area. 

NHLBI  research  programs  form  the  primary  basis  for  the  College's  development 
of  practice  guidelines  for  the  delivery  of  quality  and  effective  cardiovascular  medical 
care.  At  a  time  when  federal  health  system  reform  is  a  top  priority  and  private  sec- 
tor pressures  to  reduce  costs  and  eliminate  inappropriate  health  care  services  are 
strong,  the  research  conducted  at  NHLBI  is  even  more  crucial.  The  following  activi- 
ties of  the  NHLBI  are  vital  to  saving  money,  improving  diagnosis  and  treatment  of 
heart  conditions,  prolonging  lives  and  improving  the  quality  of  life  for  the  people 
we  serve. 

ARRHYTHMIAS 

A  new  clinical  trial  is  expected  to  examine  the  cost-effective  treatment  of  serious 
arrhythmias,  a  major  cause  of  sudden  death  in  the  United  States.  The  implantable 
cardiac  defibrillator  (ICD)  has  become  an  accepted  means  of  treating  arrhjrthmias; 
however,  it  is  important  to  determine  the  survival  advantage  of  this  device  over 
more  conventional  antiarrhythmic  drug  therapy.  By  improving  the  ability  to  identify 
groups  of  patients  most  likely  to  benefit  from  the  ICD,  the  information  from  this 
trial  will  encourage  the  appropriate  use  of  this  procedure.  In  a  similar  vein,  another 
trial  will  examine  the  use  of  antiarrhythmic  drugs  for  the  management  of  atrial  fi- 
brillation, a  common  condition  affecting  as  many  as  two  million  Americans  and  a 
leading  cause  of  stroke  in  all  age  groups.  Several  approaches  to  treatment  are  wide- 
ly used,  but  it  is  essential  that  the  risks  and  benefits  of  the  various  treatment  strat- 
egies be  more  clearly  defined. 

CONGENITAL  HEART  DISEASE 

Congenital  heart  disease  affects  about  30,000  newborns  in  the  United  States  each 
year,  causing  cyanosis  ("blue  babies")  as  well  as  severe  heart  problems  requiring 
heart  transplantation  in  childhood.  Recent  advances  in  molecular  biology  have  found 
that  many  forms  of  this  disease  can  be  attributed  to  simple,  identifiable  genetic  de- 
fects. Further  research  at  the  NHLBI  is  expected  to  provide  new  approaches  for  im- 
proved prenatal  diagnosis  and  treatment,  genetic  counseling  for  disease  prevention, 
and  perhaps  ultimately,  gene  therapy  for  congenital  heart  disease. 

CHOLESTEROL 

Several  studies  are  being  conducted  at  the  NHLBI  that  relate  to  the  role  of  cho- 
lesterol in  coronary  heart  disease  (CHD)  prevention.  Data  from  the  National  Health 
and  Nutrition  Examination  Survey  (NHANES)  show  that  mean  serum  cholesterol 
levels  in  U.S.  adults  declined  6  percent  in  men  and  8  percent  in  women  from  1960 
through  1991.  These  cholesterol  changes  could  have  contributed  to  the  marked  de- 
crease in  deaths  due  to  CHD  and  should  ultimately  have  a  favorable  impact  on  the 
costs  associated  with  CHD.  The  NHLBI  also  plans  to  encourage  appUcations  for  re- 
search to  improve  the  understanding  of  low  cholesterol  conditions  in  health  and  dis- 
ease. 
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HYPERTENSION 

The  Institute  is  conducting  important  research  regarding  hjrpertension.  A  new 
analysis  of  data  from  the  Framingham  Heart  Study  has  found  that  systolic  hyper- 
tension, a  common  condition  affecting  one  in  ten  people  over  the  age  of  65,  may  be 
a  more  important  contributor  to  risk  than  the  diastolic  component  of  blood  pressure. 
These  findings,  which  are  contrary  to  previous  beliefs,  suggest  early  intervention 
may  be  needed  to  prevent  borderline  high  blood  pressure  from  progressing  to  more 
severe  hypertension.  The  NHLBI  also  pians  to  conduct  a  program  to  encourage  col- 
laborative research  attempting  to  identify  the  mmor  genetic  determinants  of  high 
blood  pressure.  Specialized  Centers  of  Research  (SCORS)  to  study  the  molecular  ge- 
netics of  hjrpertension  are  being  planned  at  the  Institute,  as  is  research  on  hyper- 
tension in  African  Americans  to  increase  understanding  of  genetic  factors  behind  bi- 
ological racial  differences. 

HYPERTROPHIC  CARDIOMYOPATHY 

Hypertrophic  cardiomyopathy  (HCM),  a  thickening  of  the  heart  muscle,  is  an  in- 
herited condition  and  the  leading  cause  of  sudden  cardiac  death  in  otherwise 
healthy  young  people.  Research  at  the  NIH  has  discovered  a  genetic  defect  in  the 
hearts  of  HCM  patients.  Further  research  is  needed  to  improve  the  detection  and 
individualized  treatment  of  these  patients,  including  the  use  of  dual  chamber  pace- 
makers rather  than  surgery. 

NUTRITION  AND  PHYSICAL  ACTIVITY 

The  NHLBI  plans  to  conduct  studies  on  the  development,  control,  and  prevention 
of  obesity,  a  risk  factor  for  CV  disease.  The  Institute  would  also  like  to  examine  the 
mechanisms  by  which  natural  antioxidants  (such  as  beta  carotene)  act  as  anti-ath- 
erosclerotic agents.  In  addition,  researchers  will  analyze  whether  interventions  to 
promote  physical  activity  effect  long-term  improvements  in  physical  fitness  habits. 

OTHER  AREAS  OF  RESEARCH 

Other  areas  of  necessary  research  being  conducted  and  new  initiatives  being  im- 
plemented by  the  National  Heart,  Lung,  and  Blood  Institute  include  the  following: 

Specialized  Centers  of  Research  (SCORS)  in  Ischemic  Heart  Disease,  Sudden  Car- 
diac Death,  and  Heart  Failure  (to  begin  in  fiscal  year  1995). — ^The  combination  of 
basic  and  clinical  research  should  foster  the  translation  of  the  research  findings  into 
improved  diagnosis,  treatment,  and  prevention. 

Community  Intervention  to  Reduce  Myocardial  Infarction  Treatment  Delay. — ^The 
objective  of  this  program  is  to  evaluate,  using  demonstration  projects,  whether  pub- 
lic health  education  projects  can  improve  early  recognition  of  heart  attack  symptoms 
and  reduce  delay  time  in  seeking  treatment. 

Development  of  Biochemical  and  Genetic  Markers  for  Premature  Atherognesis. — 
The  goal  of  this  program  is  to  identify  markers  of  the  atherosclerotic  process  to  dis- 
tinguish high-risk  children  and  take  preventive  measures  to  moderate  progression 
of  the  disease. 

Evaluation  of  Ischemic  Heart  Disease  in  Women. — This  program  aims  to  improve 
the  diagnostic  reUability  of  cardiovascular  testing  in  evaluating  ischemic  heart  dis- 
ease in  women.  This  research  is  in  addition  to  the  ongoing  and  crucial  work  examin- 
ing the  effect  of  estrogen  on  the  development  of  heart  disease  in  women. 

Beta-Blockers  in  Heart  Failure  Trial  (to  begin  in  fiscal  year  1995). — This  initiative 
will  try  to  determine  the  impact  on  mortality  of  using  beta-blockers  in  addition  to 
standard  therapy  in  patients  with  moderate  to  severe  congestive  heart  failure. 

NATIONAL  LIBRARY  OF  MEDICINE 

The  College  would  also  like  to  take  this  opportunity  to  voice  continued  strong  sup- 
port for  the  work  of  the  National  Library  of  Medicine.  All  who  participate  in  our 
educational  and  research  programs  benefit  directly  from  the  outstanding  resources 
of  the  Library. 

CLOSING  REMARKS 

In  summary,  the  American  College  of  Cardiology  would  like  to  stress  the  critical 
importance  of  cardiovascular  research  and  the  contributions  of  the  National  Heart, 
Lung,  and  Blood  Institute  to  the  advancement  of  cardiovascular  care  for  all  people. 
Cardiovascular  disease  is  the  major  cause  of  death  in  America  and  causes  tremen- 
dous personal  and  economic  loss  to  the  people  of  this  nation.  The  ACC  recommends 
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an  increase  of  9.5  percent  from  fiscal  year  1994,  or  a  total  of  $1.4  billion  for  NHLBI 
in  fiscal  year  1995  to  continue  and  enhance  the  programs  such  as  those  outlined 
above. 

Finally,  we  are  concerned  that  as  efforts  to  reform  the  health  care  system  and 
cut  health  care  costs  progress,  the  U.S.  will  lose  its  leadership  role  in  the  develop- 
ment of  new  treatments  and  technologies.  It  is  essential  that  policymakers  distin- 
guish between  the  debate  surrounding  the  delivery  and  financing  of  health  care 
services  and  support  for  biomedical  research,  an  area  where  we  as  a  nation  should 
strive  to  maintain  preeminence. 

Senator  Reid.  Thank  you  all  very  much  for  your  testimony. 

Dr.  Greenberg,  your  testimony  was  moving.  It  is  obvious  to  me 
why  you  mentioned  your  19-year-old  daughter.  You  are  fortunate 
to  have  the  ability  to  visit  her.  That  is  good.  I  am  glad  to  hear  that. 

And  I  remind  all  of  you,  you  know,  we  recognize,  I  repeat,  the 
problems  that  we  have.  I  hope  you  all  see  that  chart  on  the  board. 
It  is  very  sobering. 

Dr.  Walsh,  I  do,  of  course,  remember  the  meeting  with  the  Stan- 
ford professor.  It  was  an  extremely  interesting  meeting  about  some 
of  the  new  methods.  You  will  recall,  of  course,  an  individual  from 
Nevada  was  there,  having  served  a  long  time  as  a  police  officer, 
having  an  extremely  difficult  time  doing  that  because  he  would  fall 
asleep  in  the  most  awkward  times.  He  also  had  a  long  career  in 
the  State  legislature.  So  it  was  very  enlightening.  In  fact,  I  took 
the  material  home  and  my  wife  read  it.  It  was  very  interesting. 

The  Heart  Association  also,  there  are  a  number  of  people  here 
who  feel  very  strongly.  I  have  not  been  one  who  speaks  out  on  the 
floor  about  cigarette  smoking,  but  Tom  Harkin,  the  chairman  of 
this  subcommittee,  does  so  all  the  time.  It  is  obvious,  of  course, 
why  he  does,  because  cigarette  smoking  has  such  an  adverse  effect 
on  the  human  body. 

I  first  came  to  have  that  planted  in  my  mind  when  my  wife  had 
some  extensive  surgery  at  UCLA,  and  this  surgery  was  supposed 
to  take  several  hours  and  it  kept  getting  longer  and  longer.  And, 
of  course,  we  became  worried.  Arid  a  man  came  out,  I  still  remem- 
ber what  he  looked  like,  and  he  said  I  am  a  cardiologist,  I  have 
been  called  in,  your  wife  had  some  trouble  during  surgery  with  her 
heart.  And  then,  matter  of  factly,  he  said,  but  we  are  not  worried 
because  she  is  not  a  smoker,  and  he  turned  and  walked  out.  I  think 
that  kind  of  says  it  all. 

So  this  problem  we  have  with  smoking  really  shifts  over  into  a 
lot  of  different  areas  of  health  care.  And,  you  know,  we  cannot  force 
people  not  to  smoke.  That  is  a  right  that  someone  I  think  should 
have.  But  I  think  that  we  have  to  educate — and  I  think  we  have 
been  successful  in  our  education  programs  relating  to  smoking.  Do 
not  you — one  a  pediatrician  and  one  a  cardiologist — who  are  inter- 
ested in  heart  disease  believe  that. 

Dr.  MOLLER.  Yes;  I  think  we  have  been  successful.  I  think  there 
is  more  that  we  can  do  to  prevent  the  3,000  children  who  each  day 
begin  smoking.  It  is  a  tragic  thing  that  we  have.  And  so  it  is  not 
only  education,  but  regulation,  controlling  advertising  directed  to 
children  that  we  must  all  look  at.  And  that  is  the  view  from  a  pedi- 
atrician. Perhaps  an  adult  cardiologist  has  another  view. 

Dr.  Leon.  No;  I  just  strongly  agree  with  that.  The  addiction  to 
nicotine  is  one  of  the  easiest  addictions  to  acquire  and  one  of  the 
most  difficult  to  break. 
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Senator  Reid.  Is  that  right? 

Dr.  Leon.  And  the  people  who  have  stopped  smoking,  including 
yours  truly  many,  many  years  ago,  are  to  be  congratulated  for  their 
courage.  It  is  not  easy.  We  must  do  everything  that  we  can  to  stop 
the  children. 

Senator  Reid.  But,  doctor,  is  not 

Dr.  Leon.  Prevent  the  children,  rather. 

Senator  Reid.  The  ability  to  stop  smoking,  it  is  not  the  same 
with  everyone.  Some  people  have  more  of  an  addiction;  is  that  a 
right  term? 

Dr.  Leon.  I  am  sure  that  is  correct.  There  is  a  different  level  of 
dependence  depending  on  the  individual. 

Senator  Reid.  Well,  thank  you  all  very  much  for  your  testimony. 

Dr.  Greenberg.  Senator,  I  wanted  to  say  that  raising  taxes  on 
cigarettes  also  has  had  a  significant  deterrent  effect. 

Senator  Reid.  The  "T"  word  we  do  not  use  around  here. 

Dr.  Greenberg.  OK. 

Senator  Reid.  Even  for  cigarettes. 

Dr.  Greenberg.  All  right. 

Senator  Reid.  We  will  just  kind  of  slip  that  in  with  health  care 
and  hope  it  all  works  out. 

Dr.  Greenberg.  Thank  you,  Senator. 

STATEMENT  OF  CHARLES  H.  WALLAS,  M.D.,  PRESIDENT,  AMERICAN 
ASSOCIATION  OF  BLOOD  BANKS 

Senator  Reid.  The  final  panel  of  witnesses  today  includes  Dr. 
Charles  Wallas,  representing  the  American  Association  of  Blood 
Banks;  Dr.  Paul  Stein,  representing  the  American  College  of  Chest 
Physicians;  Dr.  Dorothea  Zucker-Franklin,  representing  the  Amer- 
ican Society  of  Hematology;  Dr.  Bradley  Fuhrman,  representing  the 
Society  of  Critical  Care  Medicine;  and  Dr.  Arthur  Trask,  represent- 
ing the  American  College  of  Surgeons. 

Dr.  Wallas,  would  you  please  proceed? 

Dr.  Wallas.  My  name  is  Charles  H.  Wallas,  M.D.  I  am  director 
of  the  blood  bank  at  Vanderbilt  University  Medical  Center  in  Nash- 
ville, TN.  Today,  I  testify  as  president  of  the  American  Association 
of  Blood  Banks  in  support  of  the  transfusion  medicine  research  ac- 
tivities of  the  National  Institutes  of  Health  and  the  National  Heart, 
Lung,  and  Blood  Institute. 

The  American  Association  of  Blood  Banks,  or  AABB,  is  the  pro- 
fessional medical  society  for  2,400  blood  banks  and  transfusion 
services  and  nearly  9,000  individuals  engaged  in  blood  banking  and 
transfusion  medicine.  Our  member  facilities  collect  virtually  the  en- 
tire Nation's  blood  supply.  Many  of  our  individual  members  are  sci- 
entists engaged  in  research  supported  by  the  NIH.  Many  of  our 
members  also  participate  in  the  enormously  successful  National 
Merit  Donor  Program. 

Mr.  Chairman,  on  behalf  of  all  of  our  members,  I  would  like  to 
thank  the  committee  for  its  consistent  support  of  medical  research. 
With  the  support  of  Congress,  NHLBI  has  funded  important  initia- 
tives in  transfusion  medicine.  Today,  I  wish  to  explain  AABB  sup- 
port for  transfusion  medicine  research  initiatives  in  the  areas  of 
blood  safety  and  stem  cell  transfusion. 
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First,  blood  safety.  While  the  U.S.  blood  supply  is  safer  than 
ever,  transfusion  medicine  researchers  strive  to  make  transfusions 
even  safer.  The  advent  of  HIV  and  hepatitis  B  and  C  testing  has 
greatly  increased  blood  safety,  but  viral  and  bacterial  contamina- 
tion remains  a  threat.  Research  is  needed  to  improve  current  meth- 
ods of  detecting  viruses  and  bacteria  that  can  be  carried  in  blood. 
Research  is  also  needed  to  develop  methods  of  destroying  infectious 
agents  that  may  be  present  in  a  unit  of  donated  blood. 

AABB  appreciates  the  committee's  past  support  for  this  research, 
and  I  am  happy  to  report  that  the  Institute  has  issued  a  request 
for  applications  for  research  into  the  inactivation  of  viruses  in 
blood  and  cellular  blood  components. 

There  is  evidence  that  blood  transfusion  may  pose  a  threat  to  the 
body's  immune  system.  Researchers  theorize  that  filtering  white 
cells  from  blood  or  using  gamma  radiation  may  reduce  these 
immunologic  reactions.  Further  research  is  especially  important  for 
enhancing  the  treatment  of  people  with  AIDS. 

Stem  cells:  Specialized  blood  preparations  containing  high  con- 
centrations of  platelets  and  stem  cells  are  increasingly  used  to 
treat  patients  suffering  from  breast  cancer  and  other  malignancies. 
Stem  cells,  the  basic  blood  cells  which  generate  all  other  blood 
cells,  are  found  in  the  bone  marrow  and  in  small  amounts  circulat- 
ing in  the  bloodstream.  These  peripheral  blood  stem  cells  offer  a 
therapy  that  might  replace  expensive  bone  marrow  transplants. 

The  Institute  is  supporting  a  study  to  determine  whether  a  re- 
pository of  frozen  placental  blood  is  an  efficient  and  cost-effective 
means  of  assuring  a  high  probability  of  finding  compatible  stem 
cells  for  transplantation.  The  first  placental  stem  cell  transplants 
were  recently  performed  in  which  placental  cells  from  the  reposi- 
tory were  used  to  reconstitute  the  marrow  of  two  children  suffering 
from  leukemia. 

PREPARED  STATEMENT 

Finally,  increased  funding:  Increased  NHLBI  and  overall  NIH 
funding  is  necessary  in  order  to  assure  American  competitiveness 
in  the  biotechnology  arena.  Recognizing  the  budgetary  constraints 
facing  Congress,  the  AABB  supports  the  National  Fund  for  Health 
Research.  We  appreciate  Senator  Harkin's  leadership  on  this  issue. 
This  additional  support  from  the  trust  fund  would  enable  America 
to  train  a  new  generation  of  medical  researchers  and  retain  its  pre- 
eminent position  in  the  field  of  medical  research. 

Thank  you  for  this  opportunity  to  discuss  Federal  support  for 
transfusion  medicine  research.  I  will  be  happy  to  answer  any  ques- 
tions you  may  have. 

[The  statement  follows:] 

Statement  of  Charles  H.  Wallas,  M.D. 

Mr.  Chairman  and  members  of  the  Subcommittee,  my  name  is  Dr.  Charles  H. 
Wallas,  MD.  I  am  the  Director  of  the  Blood  Bank  at  Vanderbilt  University  Medical 
Center  in  Nashville,  Tennessee.  Today,  I  testify  as  President  of  the  American  Asso- 
ciation of  Blood  Banks  (AABB)  in  support  of  the  transfusion  medicine  research  ac- 
tivities of  the  National  Institutes  of  Health  (NIH)  and  the  National  Heart,  Lung, 
and  Blood  Institute  (NHLBI). 

The  American  Association  of  Blood  Banks  is  the  professional  medical  society  for 
149  community  and  regional  blood  centers,  52  American  Red  Cross  blood  centers, 
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768  hospital-based  blood  banks,  1,534  hospital  transfusion  services  and  nearly  9,000 
individuals  engaged  in  blood  banking  and  transfusion  medicine.  Our  member  facili- 
ties are  responsible  for  collecting  virtually  the  entire  nation's  blood  supply  and  for 
transfusing  more  than  80  percent  of  the  blood  used  for  patient  care  in  the  United 
States.  Our  Association  membership  includes  many  scientists  engaged  in  research 
supported  by  awards  from  the  NIH,  most  specifically  the  NHLBI.  Throughout  its  47- 
year  history,  the  AABB  has  been  dedicated  to  maintaining  a  safe  and  adequate 
blood  supply  for  the  American  people. 

The  AABB  appreciates  the  generous  support  that  transfusion  medicine  research- 
ers have  received  from  the  NIH  via  the  Congressional  appropriations  process.  With 
the  Committee's  encouragement,  the  NHLBI  has  supported  initiatives  in  transfusion 
medicine  that  have  saved  many  lives  and  resulted  in  health  ceire  cost  reductions 
through  disease  prevention.  However,  much  work  remains.  To  further  improve  the 
safety  and  efficacy  of  transfusion  medicine,  the  AABB  advocates  increased  support 
for  transfusion  medicine  research  initiatives  in  the  area  of  blood  safety,  improved 
blood  storage,  and  stem  cells. 

BLOOD  SAFETY  ISSUES 

While  the  U.S.  blood  supply  is  safer  than  ever,  transfusion  medicine  researchers 
strive  to  make  receiving  a  transfusion  even  safer.  The  development  and  introduction 
of  testing  for  AIDS  ana  hepatitis  viruses  was  instrumental  in  improving  blood  safe- 
ty. But  continued  research  into  the  earlier  identification  of  AIDS,  hepatitis,  and 
other  viral  infections  is  still  needed.  Due  to  recent  concerns  over  bacterial  contami- 
nation of  blood,  there  is  now  a  need  for  improved  detection  of  bacterial  contamina- 
tion in  units  of  blood  as  well. 

Research  is  needed  in  two  areas  to  reduce  the  risk  of  viral  and  bacterial  contami- 
nation. First,  researchers  must  improve  current  methods  of  detecting  viruses  and 
bacteria  that  can  be  carried  in  blo<Mi.  Second,  researchers  must  develop  methods  of 
destroying  the  infectious  agents  that  may  be  present. 

Transfusion  medicine  researchers  are  working  to  develop  simple,  cost-effective 
procedures  to  destroy  the  infectivity  of  transfusion-transmitted  viruses  in  blood  com- 
ponents while  maintaining  the  therapeutic  effectiveness  of  these  preparations.  The 
AABB  appreciates  the  Committee's  past  support  for  research  in  this  area  and  I  am 
happy  to  report  that  the  NHLBI  has  issued  a  Request  for  Applications  for  research 
into  the  inactivation  of  viruses  in  blood  and  cellular  blood  components. 

Besides  the  potential  for  viral  and  bacterial  infection,  transfusions  pose  a  second 
risk:  effects  on  the  patient's  immune  system.  Better  understanding  of  the  effects  of 
transfusion  on  the  patient's  immune  system  will  allow  transfusions  to  be  tailored 
to  patients'  needs  and  reduce  the  adverse  effects  of  transfusion.  This  could  lead  to 
improved  transfusion  therapy  for  people  with  AIDS. 

IMPROVED  BLOOD  STORAGE 

Basic  research  into  the  biochemical  nature  of  the  storage  lesion  (changes  that 
occur  in  blood  during  storage)  has  extended  the  period  of  time  that  blood  compo- 
nents may  be  stored  without  losing  their  effectiveness.  The  shelf  life  of  red  blood 
cells  has  been  extended  from  21  to  42  days,  that  of  platelets  from  three  to  five  days, 
and  that  of  frozen  red  blood  cells  from  three  years  to  ten  years.  These  advances  im- 
prove the  ability  to  maintain  an  adequate  blood  supply,  especially  to  hospitals  in 
rural  areas,  and  provide  for  enhanced  treatment  of  cancer  and  trauma  patients. 
However  more  research  is  needed.  The  demand  for  platelets  to  treat  cancer,  organ 
transplants,  and  trauma  patients  continues  to  grow.  Maintaining  adequate  supplies 
of  platelets  is  difficult  because,  for  reasons  still  unclear,  platelets  rapidly  lose  their 
biological  activity  during  storage.  Funded  studies  of  the  basic  biology  of  platelets 
would  improve  not  only  the  platelet  storage  period,  but  also  allow  more  eflBcient  use 
of  platelets  and  decrease  wastage. 

STEM  CELL  RESEARCH 

The  AABB  encourages  support  for  studying  the  biology  of  stem  cells,  including  a 
new  Specialized  Center  of  Research  (SCOR).  Stem  cells,  the  basic  blood  cells  which 
generate  all  other  blood  ceils,  are  found  in  the  bone  marrow,  in  small  amounts  cir- 
culating in  the  bloodstream,  and  in  placental  and  umbilical  cord  blood.  A  therapy 
has  been  developed  using  peripheral  olood  stem  cells  that  may  allow  reconstitution 
of  a  patient's  bone  marrow  without  costly  bone  marrow  donation.  With  additional 
research,  peripheral  blood  stem  cell  therapy  might  replace  the  much  more  expensive 
bone  marrow  transplants  currently  used  to  treat  leukemia,  breast  cancer  and  other 
malignancies,  thereby  saving  costs. 
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While  extremely  promising,  peripheral  blood  stem  cell  therapy  requires  additional 
study.  Research  is  needed  to  identify  undifferentiated  stem  cells  that  are  in  the  first 
stages  of  development  and  thus  capable  of  maturation  into  any  of  the  specific  blood 
cells.  Identification  of  these  cells  would  remove  many  barriers  to  new  research,  be- 
cause in  a  successful  transplant,  it  is  these  undifferentiated  stem  cells  that  perma- 
nently repopulate  the  patient's  bone  marrow. 

Research  is  also  needed  to  cultivate  stem  cells  selectively  so  that  more  developed 
cells  can  be  infused  that  would  result  in  even  faster  bone  marrow  reconstitution  in 
the  patient. 

Blood  from  placentas  and  severed  umbilical  cords  may  contain  stem  cells  in  suffi- 
cient quantities  to  reconstitute  the  bone  marrow  of  recipients.  The  Institute  is  sup- 
porting a  study  to  determine  whether  a  repository  of  frozen  placental  bloods  is  an 
efficient  and  cost-effective  means  of  assuring  a  high  probability  of  finding  compat- 
ible stem  cells  for  transplantation.  The  first  placental  stem  cell  transplants  were  re- 
cently performed  in  which  placental  cells  from  the  repository  were  used  to  reconsti- 
tute the  marrow  of  two  children  suffering  from  leukemia.  Both  patients  showed  evi- 
dence of  engraftment. 

FUNDING  MECHANISMS 

Due  to  the  critical  nature  of  this  research,  the  AABB  supports  funding  these  ini- 
tiatives through  the  NIH's  contract  process  as  well  as  through  investigator-initiated 
mechanisms.  Since  transfusion  medicine  research  is  often  oriented  towards  the  clini- 
cal setting,  transfusion  medicine  research  proposals  are  sometimes  more  effectively 
funded  using  the  NIH  contract  processes.  We  therefore  urge  the  Committee  to  en- 
courage the  Institute  to  develop  specific  Requests  for  Proposals  (RFP's)  and  Re- 
quests for  Applications  (RFA's)  in  the  areas  of  blood  safety,  blood  storage,  and  stem 
cell  research. 

IMPORTANCE  OF  IDENTIFYING  ADDITIONAL  SOURCES  OF  FUNDING  FOR  MEDICAL 

RESEARCH 

The  AABB  strongly  supports  increased  NIH  funding  in  order  to  assure  American 
competitiveness  in  the  biotechnology  arena.  We  are  concerned  that  the  American  co- 
hort of  medical  researchers  who  are  competitive  in  the  NIH  grants  process  is  aging 
and  that  without  additional  training,  America  will  lose  its  competitive  edge  in  medi- 
cal research.  Additional  funding  sources  for  medical  research  must  be  idfentified  so 
that  novice  researchers  will  have  a  chance  to  earn  research  grants.  The  AABB  sup- 
ports increasing  training  grants  for  individuals  interested  in  performing  medical  re- 
search. 

AABB  endorses  the  recommendation  of  the  NHLBI  Constituency  Group  for  a  nine 
percent  increase  in  NHLBI  funding,  to  $1.5  billion  for  fiscal  year  1995.  This  rec- 
ommendation conforms  to  the  nine  percent  increase  for  the  NIH  overall  rec- 
ommended by  the  Ad  Hoc  Group  for  Medical  Research  Funding.  Recognizing  the 
budgetary  constraints  Appropriators  face,  the  AABB  supports  the  off-budget  medical . 
research  trust  fund  proposed  by  Senators  Tom  Harkin  and  Mark  Hatfield.  The  Har- 
kin-Hatfield  proposal  would  supplement  annual  NIH  appropriations  with  a  special 
Fund  for  Medical  Research  created  with  a  surcharge  on  all  health  insurance  pre- 
miums. Supporters  say  the  proposal  would  increase  NIH  funding  by  50  percent,  ena- 
bling the  Institutes  to  increase  their  grant  approval  rate  by  approximately  50  per- 
cent. This  additional  funding  would  enable  America  to  train  a  new  generation  of 
medical  researchers  and  retain  its  preeminent  position  in  the  field  of  medical  re- 
search. The  money  invested  in  this  trust  fund  would  be  returned  manyfold  in  the 
form  of  lower  health  care  costs  realized  through  the  prevention  and  cure  of  diseases. 

STATEMENT  OF  PAUL  D.  STEIN,  M.D.,  FCCP,  PAST  PRESffiENT,  AMER- 
ICAN COLLEGE  OF  CHEST  PHYSICIANS 

Senator  Reid.  Dr.  Stein. 

Dr.  Stein.  Thank  you,  Senator.  I  am  Paul  Stein.  I  am  immediate 
past  president  of  the  American  College  of  Chest  Physicians,  and  I 
am  director  of  the  Levine  Health  Enhancement  Center  at  Henry 
Ford  Hospital,  and  for  18  years  prior  to  that  I  had  been  director 
of  cardiovascular  research  at  Henry  Ford  Hospital. 

The  American  College  of  Chest  Physicians  represents  14,000  phy- 
sicians, scientists,  and  medical  educators  who  specialize  in  heart, 
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lung,  and  circulatory  system.  And  I  might  mention  that  one  of  our 
past  presidents  is  Dr.  Alec  Little  from  your  State. 

Senator  Reid.  Oh. 

Dr.  Stein.  The  American  College  of  Chest  Physicians  strongly 
supports  the  ad  hoc  group  medical  research  recommendation  for 
funding  for  $11.95  billion  for  the  NIH,  and  we  strongly  support  the 
ad  hoc  group  for  medical  research  recommendation  for  the  National 
Heart,  Lung,  and  Blood  Institute  for  $1.5 — excuse  me,  I  think  that 
was  $1.4  billion,  which  is  a  9-percent  increase  over  the  budget  for 
1994. 

I  think  the  thing  that  I  can  relate  to  this  committee  most  impor- 
tantly is  the  fact  that  only  20  to  25  percent  of  approved  research 
had  been  funded  in  the  last  year.  And  even  for  the  National  Heart, 
Lung,  and  Blood  Institute,  sometimes  only  15  percent  of  approved 
research  had  been  funded. 

Senator  Reid.  Only  15  percent? 

Dr.  Stein.  Yes,  sir;  we  think  that  at  least  there  should  be  a  mini- 
mum of  30  percent.  Investigators  who  send  grant  to  the  National 
Institute  of  Health  already  send  only  their  best  applications.  It  is 
already  filtered  out  so  that  only  really  good  work  is  sent.  And  if 
it  is  down  to  10  or  15  or  20  percent  being  funded,  we  in  the  United 
States  are  going  to  lose  our  leadership  in  research.  Grood  labora- 
tories are  closing.  Researchers  are  leaving  the  field.  Investigators 
are  failing  to  go  into  research  because  of  the  tremendous  difficulty 
of  getting  funding. 

And  the  National  Institutes  of  Health,  and  for  cardiologists  and 
pulmonologists  the  National  Heart,  Lung,  and  Blood  Institute,  is 
really  the  primary  source  of  funding  and  the  only  source  that  is 
recognized  by  many  universities  as  being  significant  for  funding.  So 
with  this  terrible  shortage  of  funding,  I  sincerely  believe  that  we 
are  going  to  lose  our  leadership  in  this  area. 

I  think  that  there  are  statistics  which  show  that  it  is  cost  effec- 
tive to  support  research.  There  is  a  publication  by  the  NIH,  "Cost 
Savings  Resulting  from  NIH  Support,"  the  second  edition,  which 
shows  the  200  to  300  percent  annual  return  on  research  funds  and 
savings  of  costs  that  would  be  lost  to  the  public  through  disease. 
An  example  is  administration  of  angiotensin  converting  enz5mie  in- 
hibitors which,  if  given  routinely  to  patients  with  heart  failure, 
might  prevent  10,000  to  20,000  deaths  each  year,  and  prevent 
100,000  hospitalizations.  And  this  is  one  of  the  many,  many  drugs 
that  have  been  developed  through  the  NIH. 

I  might  just  mention  a  few  other  projects  that  are  being  planned 
for  next  year,  sponsored  by  the  National  Heart,  Lung,  and  Blood 
Institutes:  affects  of  sex  hormones  on  coronary  artery  reactivity; 
community  interventions  to  reduce  myocardial  infarction  delay; 
monoenergetic  x  ray  systems — ^that  means  a  new  type  of  x  ray  sys- 
tem that  uses  just  a  single  energy  level;  genetic  markers  of  pre- 
mature arthrosclerosis;  evaluation  of  ischemic  heart  disease  in 
women;  beta  blocking  agents  in  heart  failure;  physical  activity 
intervention;  postmenopausal  estrogen,  progestogen  trial;  and  cer- 
tainly studies  in  asthma  and  adult  respiratory  distress  system  and 
multidrug  resistant  tuberculosis. 
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So,  in  summary,  Mr.  Chairman,  the  American  College  of  Chest 
Physicians  supports  the  recommendations  of  the  ad  hoc  committee 
for  funding  for  the  NIH,  for  the  National  Heart,  Lung,  and  Blood 
Institute,  and  we  support  the  recommendation  by  the  Director  of 
the  National  Institute  of  Allergy  and  Infectious  Disease  for  $1.54 
billion  for  that  institution,  and  we  also  strongly  favor  the  Harkin 
amendment  which,  I  believe,  is  a  very  important  amendment. 

Thank  you  so  much. 

Senator  Reid.  Thank  you  very  much,  doctor. 

[The  statement  follows:] 

Statement  of  Paul  D.  Stein,  M.D. 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Paul  D.  Stein,  M.D., 
FCCP,  the  Immediate  Past  President  of  the  American  College  of  Chest  Physicians 
("ACCP").  I  am  presently  medical  director  of  the  Levine  Health  Enhancement  Cen- 
ter (for  cardiac  rehabilitation)  at  Henry  Ford  Hospital,  and  prior  to  that  I  was  Direc- 
tor of  Cardiovascular  Research  at  the  Henry  Ford  Hospital  in  Detroit  for  seventeen 
years. 

Thank  you  for  providing  me  the  opportunity  to  appear  before  you  to  present  testi- 
mony on  behalf  of  the  American  College  of  Chest  Physicians.  The  College  is  a  pro- 
fessional society  of  medical  subspecialists.  We  comprise  more  than  14,000  physi- 
cians, scientists  and  medical  educators  who  specialize  in  diseases  of  the  heart,  lungs 
and  circulatory  system.  The  College  appreciates  this  opportunity  to  offer  its  views 
to  this  subcommittee  on  fiscal  year  1995  appropriations  supporting  the  National  In- 
stitutes of  Health,  with  a  particular  focus  on  the  National  Heart,  Lung  and  Blood 
Institute  and  the  National  Institute  of  Allergy  and  Infectious  Diseases. 

The  American  College  of  Chest  Physicians  enthusiastically  supports  the  important 
work  of  the  National  Institutes  of  Health  and  therefore  endorses  the  recommenda- 
tion of  the  Ad  Hoc  Group  for  Medical  Research  Funding  for  an  appropriation  level 
of  $11.95  billion  for  the  NIH  for  fiscal  year  1995,  which  represents  a  $1  billion  in- 
crease for  all  of  the  NIH  over  its  current  appropriation.  This  recommended  level  of 
funding  provides  for  an  appropriate,  sound,  and  progressive  level  of  basic  and  ap- 
plied research  activity  for  the  National  Institutes  of  Health,  which  reflects  one  of 
its  vital  mandates,  and  which  the  ACCP  unequivocally  supports. 

The  American  College  of  Chest  Physicians  also  enthusiastically  supports  the  ac- 
tivities of  the  NIH's  National  Heart,  Lung  and  Blood  Institute  C^NHLBI").  I  would 
like  to  take  this  opportunity  to  commend  the  excellent  work  of  its  outstanding  lead- 
ership: the  Director  of  the  NHLBI,  Dr.  Claude  Lenfant,  the  Deputy  Director,  Dr. 
Peter  Frommer,  the  Director  of  the  Institute's  Lung  Disease  Division,  Dr.  Suzanne 
Hurd,  and  the  Director  of  the  Institute's  Heart  and  Vascular  Diseases  Division,  Dr. 
Michael  Horan. 

The  American  College  of  Chest  Physicians  strongly  recommends  a  budget  of  $1.4 
billion  for  the  National  Heart,  Lung  and  Blood  Institute  in  fiscal  year  1995.  The 
American  College  of  Chest  Physicians  believes  that  this  funding  level  is  crucial  to 
our  national  biomedical  research  effort.  The  total  1994  National  Institutes  of  Health 
budget  of  $10,956  billion  represents  only  1  percent  of  the  $900  billion  spent  each 
year  on  health  care.  The  current  overall  budget  for  the  National  Institutes  of  Health 
is  too  low  in  the  ACCP's  judgment. 

The  ACCP  also  strongly  supports  the  excellent  work  of  the  National  Institute  of 
Allergy  and  Infectious  Diseases  ("NIAID")  and  its  Director,  Dr.  Anthony  S.  Fauci. 
We  urge  this  subcommittee  to  adopt  Dr.  Fauci's  professional  judgment  budget  of 
$1.54  billion  for  fiscal  year  1995. 

There  is  a  multitude  of  vital  research  going  on  at  both  the  NHLBI  and  NIAID 
that  must  be  continued  and  expanded  if  we  as  a  Nation  are  going  to  gain  control 
of  our  health  care  costs.  An  investment  of  research  dollars  at  the  NIH  nas  consist- 
ently yielded  cost  savings  over  time  by  focusing  on  the  prevention,  diagnosis,  treat- 
ment, and  ultimately,  the  cure  of  disease.  I  would  like  to  direct  the  subcommittee's 
attention  to  three  diseases  which  members  of  the  American  College  of  Chest  Physi- 
cians treat  daily  with  important  support  from  the  NHLBI  and  NIAID:  asthma, 
Adult  Respiratory  Distress  Syndrome,  and  multi-drug  resistant  tuberculosis. 

Asthma  is  a  very  serious  chronic  lung  disease  which  affects  more  than  12  million 
Americans,  3  million  of  whom  are  children  under  the  age  of  eighteen.  Each  year, 
asthmatics  experience  well  over  100  million  days  of  restricted  activity.  Health  care 
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for  asthma  exceed  $6  billion  a  year,  approaching  1  percent  of  total  health  care  dol- 
lars spent.  With  the  prevalence,  severity,  and  mortality  from  asthma  on  the  increase 
over  the  last  decade,  additionsd  research  must  be  conducted  to  better  understand 
the  mechanisms  involved  in  its  pathogenesis,  treatment  and  prevention.  In  1989 
alone,  asthma  was  responsible  for  more  than  5,000  deaths. 

Despite  these  severe  numbers,  there  is  progress  being  made  by  the  NHLBI  to  care 
for  and  manage  asthma  sufferers,  througn  its  National  Asthma  Education  and  Pre- 
vention Program.  As  a  participant  in  this  program,  I  can  say  that  we  have  success- 
fully developed  and  distributed  a  kit  for  the  management  of  asthma  in  emergency 
department  situations  and  there  is  significant  work  being  done  in  the  area  of  edu- 
cating physicians,  other-health  care  providers,  patients  and  their  families  about 
asthma.  More  research  needs  to  be  done  however  to  understand  the  causes  of  asth- 
ma which  are  still  largely  unknown.  Additional  funding  in  this  area  is  crucial. 

Adult  Respiratory  Distress  Syndrome  ("ARDS")  is  another  disease  of  great  con- 
cern to  the  American  College  of  Chest  Physicians,  and  the  NHLBI,  which  deserves 
greater  financial  support  from  the  Congress.  ARDS  affects  approximately  150,000 
Americans  each  year  and  has  a  mortality  rate  of  more  than  50  percent.  The  syn- 
drome is  characterized  by  the  acute  development  of  pulmonary  edema  (water  in  the 
lungs)  while  an  individual  is  suffering  from  other  severe  diseases  or  after  trauma. 
Many  of  these  patients  are  young  and  often  healthy  prior  to,  for  instance,  a  car  acci- 
dent. Even  when  the  lung  is  not  directly  affected,  they  develop  severe  shortness  of 
breath  which  rapidly  progresses  until  the  patient  requires  mechanical  ventilation. 
When  this  occurs,  the  result  is  an  average  stay  in  the  intensive  care  unit  of  two 
weeks,  which  is  of  course  very  costly  both  in  terms  of  resource  utilization  and  lost 
life. 

The  NHLBI  currently  supports  about  $25  million  of  research  focused  on  the 
pathophysiology  and  treatment  of  ARDS.  A  significant  portion  of  this  effort  is  de- 
voted to  basic  science  studies  to  unravel  the  process  whereby  injury  to  one  part  of 
the  body  can  cause  damage  to  other  organs,  how  the  inflammatory  cells  interact 
with  each  other,  with  the  organ  tissues,  and  the  chemicals  that  are  released  during 
inflammation.  There  is  much  yet  to  be  learned  about  ARDS  which  can  only  be  done 
by  continued  and  increased  funding  from  the  Congress.  The  public  benefits  of  in- 
creased funding  for  ARDS  research  would  be  numerous.  An  effective  therapy,  which 
does  not  yet  exist,  would  save  over  50,000  lives  each  year.  Second,  continuing  im- 
provements in  therapy  should  decrease  hospitalization  and  rehabilitation  costs. 
Third,  understanding  ARDS  can  help  to  develop  therapies  for  many  other  inflam- 
matory diseases. 

Tuberculosis  and  the  rise  of  multi-drug  resistant  tuberculosis  ("MDR^TB")  is  also 
of  great  concern  to  the  American  College  of  Chest  Physicians.  As  the  lead  institute 
at  the  NIH  to  combat  TB  and  MDR-TB,  the  National  Institute  of  Allergy  and  Infec- 
tious Diseases  is  spending  more  than  $27.9  million  this  year  to  eradicate  a  disease 
that  currently  takes  the  lives  of  3  million  people  around  the  world  each  year.  Many 
people  believe  that  TB  is  a  disease  of  the  past  because  it  can  be  cured.  This  is  true, 
but  only  when  it  is  treated  properly,  including  the  TB  patient  following  the  therapy 
necessary  over  an  extended  period  of  time,  usually  six  to  twelve  months.  MDR-TB 
is  a  much  more  dangerous  and  recent  strain  of  TB  which  is  deadly  in  40  to  60  per- 
cent of  people  who  become  infected.  This  alarmingly  high  statistic  is  equivalent  to 
TB  patients  who  receive  no  treatment  at  all.  When  treated  properly,  TB  can  be 
cured  more  than  90  percent  of  the  time.  A  continued  effort  is  needed  to  reach  out 
to  those  most  susceptible  to  MDR-TB:  the  homeless,  drug  addicts  and  others  caught 
in  the  cycle  of  poverty.  It  is  critical  that  while  NIAID-sponsored  researchers  seek 
to  discover  an  effective  treatment  for  MDR-TB,  the  educational  effort  is  stepped- 
up  to  enhance  the  preventive  measures  necessary  to  curb  MDR-TB. 

The  fiscal  strains  that  asthma,  ARDS  and  MDR-TB  place  on  the  health  care  sys- 
tem are  exacerbated  by  the  declining  ability  of  new  investigators  to  obtain  funds  for 
research  and  the  ability  of  established  investigators  to  maintain  research  grants. 
This  results  in  a  noticeable  reduction  of  the  national  pool  of  scientists.  Young  people 
are  not  being  attracted  to  research.  Established  investigators  are  being  forced  out 
of  research.  Once  the  critical  mass  of  biomedical  researchers  is  reduced,  it  will  re- 
quire decades  to  replace  the  losses.  This  will  be  reflected  in  a  loss  of  world  leader- 
ship. Ultimately,  it  will  result  in  a  reduced  quality  of  health  care  for  the  American 
people. 

We  urge  Congress  to  insure  that  the  National  Institutes  of  Health  has  the  funds 
to  support  the  best  in  biomedical  research,  by  funding,  at  a  minimum,  30  percent 
of  its  new  and  competing  renewal  research  project  grants  it  approves  for  funding 
in  fiscal  year  1995.  Unfortunately,  in  recent  years,  the  National  Institutes  of  Health, 
on  average,  has  not  been  able  to  fund  between  20  and  25  percent  of  the  competing 
grant  appUcations  it  approves.  As  a  result,  important  research  proposals  are  being 
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unfunded  and  investigators  and  their  support  staffs  are  being  forced  to  leave  the 
field  of  research. 

Funding  of  biomedical  research  at  the  levels  that  the  American  College  of  Chest 
Physicians  advocates  is  a  minuscule  investment  when  compared  to  the  billions  of 
dollars  which  will  be  saved  in  future  health  care  costs  because  of  new  research  ad- 
vances. The  long  term  financial  savings  that  result  from  biomedical  research  cannot 
be  overestimated.  Biomedical  research  has  improved  our  Nation's  quality  of  life  and 
saved  billions  of  dollars  in  related  health  care  costs.  For  example,  tne  National 
Heart,  Lung  and  Blood  Institute  has  sponsored  clinical  trials  of  a  class  of  drugs  for 
the  treatment  of  congestive  heart  failure  known  as  angiotensin  converting  enzyme 
inhibitors.  Results  indicate  that  the  routine  use  of  such  di-ugs  could  prevent  between 
10,000  and  20,000  deaths  each  year  and  about  100,000  hospitalizations.  This  would 
save  approximately  $1  billion  each  year  in  hospital  and  related  costs. 

In  1991,  1,125,000  deaths  (52  percent  of  all  deaths  in  the  United  States)  fell  with- 
in the  disease  categories  that  are  the  mission  of  the  National  Heart,  Lung  and  Blood 
Institute  to  combat.  Cardiovascular  and  lung  diseases  represent  three  of  the  ten 
leading  causes  of  death  in  the  United  States.  Despite  this  fact,  the  NHLBI  receives 
only  11  percent  of  the  funds  allocated  to  the  National  Institutes  of  Health. 

Research  supported  by  the  National  Heart,  Lung  and  Blood  Institute  has  contrib- 
uted to  a  significant  decline  in  the  death  rate  from  pulmonary  and  cardiovascular 
diseases  over  the  past  twenty  years.  Even  so,  the  incidence  of  these  diseases  and 
their  costs,  in  terms  of  human  suffering,  death,  and  economic  loss  remains  stagger- 
ing. When  one  considers  the  costs  that  would  have  been  incurred  in  health  care  had 
it  not  been  for  the  research  supported  by  the  National  Heart,  Lung  and  Blood  Insti- 
tute, it  becomes  clear  that  money  spent  on  research  is  money  well  spent.  In  a  recent 
report  published  by  the  NIH  (Cost  Savings  Resulting  From  NIH  Research  Support, 
Second  Edition),  citing  34  examples  of  research,  it  estimated  that  approximately 
$4.3  billion  invested  by  the  NIH  in  clinical  and  applied  research  had  the  potential 
to  realize  annual  savings  of  between  $9.3  billion  and  $13.6  billion,  a  200  to  300  per- 
cent annual  return  on  the  investment  in  research.  This  is  a  strong  investment  when 
we  are  looking  for  ways  to  reduce  overall  expenditures.  It  is  therefore  imperative 
that  the  National  Heart,  Lung  and  Blood  Institute  be  afforded  sufficient  resources 
to  continue  its  efforts  to  combat  the  full  array  of  pulmonary  and  cardiovascular  dis- 
eases. 

To  summarize,  for  fiscal  year  1995,  the  American  College  of  Chest  Physicians  rec- 
ommends the  following:  the  NIH  receive  $11.95  billion;  the  NHLBI  receive  $1.4  bil- 
lion; and  the  NIAID  receive  $1.54  billion. 

On  behalf  of  the  American  College  of  Chest  Physicians  and  its  14,000  members, 
I  thank  you  for  affording  us  this  opportunity  to  present  our  views.  I  would  be 
pleased  to  answer  any  questions  you  may  have. 

STATEMENT    OF    DOROTHEA    ZUCKER-FRANKLIN,    M.D.,    PRESffiENT- 
ELECT,  AMERICAN  SOCIETY  OF  HEMATOLOGY 

Senator  Reid.  Dr.  Dorothea  Zucker-Franklin. 

Dr.  Zucker-Franklin.  I  am  professor  of  medicine  at  New  York 
University  Medical  Center,  and  I  am  representing  as  president 
elect  of  the  American  Society  of  Hematology. 

So  much  has  been  said  this  morning  here  which  I  agree  with, 
that  I  hardly  have  time  to  reiterate  it.  I  would  almost  like  to  spend 
my  3  minutes  in  thanking  the  Senator  and  his  committee  for  what 
has  already  been  done.  The  pioneering  idea  of  setting  up  the  health 
research  fund;  the  development  of  centers  for  excellence  in  molecu- 
lar hematology  through  the  venue  of  the  NIDDK  and  the  NHLBI 
are  only  a  few  things  I  would  like  to  mention. 

It  is  so  obvious — it  must  be  obvious  to  everybody  that  modem 
techniques  in  science  cannot  help  but  improve  health  care  and  be 
efficient,  therefore  be  cost  effective.  What  is  not  as  obvious  is  that 
what  us  hard-nosed  scientists  do  in  our  little  laboratories,  in  aca- 
demic laboratories,  is  often  translated  in  economic  success  enjoyed 
by  our  pharmaceutical  and  biotech  industry. 

The  American  Society  of  Hematology  has  6,000  members.  There 
are  8,000  attending  the  annual  meeting,  and  I  wish  you  would 
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come;  you  are  invited.  It  is  a  wonderful  amalgam  of  people.  It  is 
basic  scientists  and  practitioners,  sometimes  even  patients.  There 
is  great  cross-fertilization  of  what  you  have  heard  here  this  morn- 
ing, going  right  back  to  the  laboratory. 

Coole/s  anemia,  sickle-cell  anemia,  leukemias,  cancers,  and,  un- 
fortunately, also  the  AIDS  virus  are  in  the  domain  of  hematology. 
Do  not  forget  that  if  you  gene  transplant,  it  has  to  be  done  through 
a  blood  cell.  Most  of  the  molecular  biological  applicable  to  science 
and  medicine  in  general  has  come  from  hematology. 

I  forget  his  name  in  blood  banking.  We  are  now  using  stem  cells. 
Stem  cells  are  extremely  important  because  one  single  stem  cell 
can  replenish  the  entire  bone  marrow  of  an  animal,  from  which  all 
other  cells  derive. 

Let  me  give  you  another  example  of  gene  therapy.  There  is  a 
gene  called  the  multiple  drug  resistant  gene,  which  allows  us  to 
give  much  larger  doses  of  chemotherapy  and  radiation  to  patients 
than  we  otherwise  would  be  able  to,  because  we  can  return  to  that 
patient  one  of  his  own  stem  cells  into  which  this  gene  has  been  im- 
planted, and,  therefore,  replenish  his  bone  marrow. 

The  umbilical  cord  blood,  which  is  filled  with  stem  cells,  has  al- 
ready been  mentioned.  We  can  isolate  these  cells,  freeze  them,  and 
enormously  expand  our  availability  of  donor  cells,  which  otherwise 
would  have  to  come  from  healthy  individuals.  This  umbilical  cord 
blood  was  thrown  away  with  the  placenta  after  a  baby  was  bom; 
it  costs  essentially  nothing. 

PREPARED  STATEMENT 

The  potential  for  discoveries  in  the  area  of  gene  therapy,  bone 
marrow  transplantation,  and  stem  cell  biology  are  so  enormous 
that  they  cannot  be  told  you  in  3  minutes.  M\  this  work  is  done 
primarily  in  the  United  States.  We  must  do  everything  that  we 
possibly  can,  not  only  you  but  we,  to  avoid  a  loss  of  momentum  in 
this  work.  We  do  not  lack  the  manpower,  we  do  not  lack  the  talent; 
we  are  awfully  worried  that  we  may  lack  sufficient  funds. 

Thank  you  very  much  for  this  opportunity. 

Senator  Reid.  Thank  you,  doctor. 

[The  statement  follows:] 

Statement  of  Dorothea  Zucker-Franklin 

Senator  Harkin,  members  of  the  Committee,  ladies  and  gentlemen,  thank  you  for 
the  opportunity  to  testify  today  on  behalf  of  the  American  Society  of  Hematology. 

The  American  Society  of  Hematology  represents  nearly  6,000  physicians  and  sci- 
entists committed  to  the  care  of  patients  with  blood  diseases,  research  to  improve 
the  diagnosis  and  treatment  of  blood  diseases,  and  the  education  of  students,  physi- 
cians and  the  public  on  blood  diseases. 

The  Society  wishes  to  thank  the  Committee  for  its  longtime  support  of  research 
in  hematology  and  in  particular  for  its  help  in  advancing  the  Centers  of  Excellence 
in  Molecular  Hematology  program  in  NIDDK  and  NHLBI.  Your  extraordinary  lead- 
ership, Mr.  Chairman,  has  led  to  major  new  initiatives  in  hematology  research,  in- 
cluding the  Centers  of  Excellence  in  Molecular  Hematology  and  an  F&A  in  stem  cell 
biology.  As  you  will  see  from  our  testimony,  these  programs  are  already  playing  a 
key  role  in  moving  forward  gene  therapy. 

The  American  Society  of  Hematology  also  wants  to  salute  you  for  your  leadership 
in  developing  the  concept  of  the  Health  Research  Fund.  This  pioneering  effort  will 
bring  support  for  medical  research  in  line  with  the  opportunities  to  improve  our  Na- 
tion's health.  It  will  also  provide  appropriate  support  to  balance  the  Administra- 
tion's health  care  initiative,  with  the  potential  for  improved  health  at  lower  cost.  Fi- 
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nally,  it  will  insure  the  continued  economic  success  of  the  American  biotechnology 
industry.  Your  landmark  legislation  will  bring  countless  benefits  to  generations  of 
Americans  still  unborn,  and  our  Society  is  proud  to  offer  our  strongest  support. 

The  Centers  of  Excellence  in  Molecular  Hematology  initiative  is  bringing  together 
multi disciplinary  teams  of  physicians  and  scientists  who  are  committed  to  using  the 
most  advanced  techniques  of  modern  science  to  improve  the  diagnosis  and  treatment 
of  inherited  diseases  such  as  sickle  cell  disease,  Cooley's  anemia,  and  hemophilia. 
This  same  knowledge  can  also  be  applied  to  improve  the  therapy  of  leukemia  and 
other  cancers,  and  even  AIDS.  In  fact,  for  the  first  time,  and  in  part  because  of  the 
excitement  generated  by  the  Centers  of  Excellence  in  Molecular  Hematology  pro- 
gram, we  can  honestly  say  that  we  are  not  just  trying  to  prevent  or  ameliorate  these 
disorders  but  rather  we  now  have  a  clear  understanding  of  the  several  paths  we  can 
take  to  actually  cure  them. 

One  of  the  most  notable  recent  scientific  developments  in  hematology  is  that  we 
have  begun  to  unlock  the  secrets  of  the  blood  stem  cell.  Just  one  of  these  precious, 
long-lived  cells  can  completely  restore  all  of  an  animal's  blood  cells,  including  the 
red  blood  cells,  which  carry  oxygen,  the  white  blood  cells,  which  fight  infection  and 
provide  immunity,  and  the  platelets,  which  prevent  bleeding.  Better  ways  of  identi- 
fying and  isolating  these  rare  cells,  which  make  up  less  than  one-thousandth  of  the 
cells  in  the  bone  marrow,  have  opened  up  new  vistas  in  our  therapeutic  options.  For 
example,  patients  with  Cooley's  anemia  and  sickle  cell  disease  have  abnormal  stem 
cells  containing  the  mutated  genes.  Experiments  are  underway  to  remove  stem  cells 
from  animals  with  genetic  disorders  aldn  to  sickle  cell  anemia,  insert  the  missing 
gene  and  then  return  the  stem  cells  to  the  animal.  Many  of  the  projects  in  the  Cen- 
ters of  Excellence  in  Molecular  Hematology  involve  such  gene  tnerapy  approaches. 
This  same  technology  can  also  be  applied  to  the  treatment  of  cancer,  since  if  a  gene 
that  protects  stem  cells  from  chemotherapy  can  be  placed  into  a  patient's  stem  cells, 
then  the  patient  may  be  able  to  withstand  high  doses  of  chemotherapy.  In  addition, 
using  similar  techniques  in  liver  cells  and  muscle  cells,  advances  have  been  made 
in  our  attempts  to  bring  gene  therapy  forward  as  a  treatment  for  hemophilia.  Most 
importantly,  we  have  ongoing  proof  of  the  long-term  benefits  of  gene  therapy  since 
the  young  patients  with  the  rare  disorder  of  blood  cell  immunity  who  received  gene 
therapy  several  years  ago,  are  continuing  to  do  very  well. 

Stem  cells  also  hold  the  key  to  improvements  in  bone  marrow  transplantation,  a 
technique  developed  in  large  part  by  Dr.  E.  Donnall  Thomas,  a  Nobel  laureate  and 
past  president  of  the  American  Society  of  Hematology.  When  a  patient  needs  strong 
chemotherapy  to  treat  leukemia  or  otner  cancers,  all  of  the  patient's  own  stem  cells 
die  and  so  the  patient  must  get  stem  cells  from  elsewhere.  One  technique  that  has 
been  very  successful  is  to  take  bone  marrow,  which  contains  stem  cells,  from  an- 
other person  with  a  correct  tissue  tjrpe  and  perform  a  bone  marrow  transplant.  As 
an  alternative,  the  patients'  own  bone  marrow  can  be  taken  before  therapy  and  fro- 
zen away;  after  the  therapy  has  damaged  the  bone  marrow,  the  frozen  marrow  can 
be  thawed  and  returned  to  the  individual.  This  approach  avoids  the  need  for  a  donor 
but  there  is  a  risk  that  hidden  tumor  cells  may  also  be  returned  to  the  patient. 

We  have  recently  learned  how  to  coax  stem  cells  out  of  the  bone  marrow  into  the 
blood  with  growth  factors;  this  makes  it  possible  to  get  the  stem  cells  with  just  a 
special  blood  donation  and  thus  avoid  the  pain  and  anesthesia  risk  associated  with 
hone  marrow  donation.  Another  exciting  option  comes  from  studies  showing  that 
there  are  enough  stem  cells  in  the  umbilical  cord  blood  after  a  baby  is  bom  to  repop- 
ulate  the  bone  marrow  of  children  and  perhaps  even  adults.  These  cells  can  be  tis- 
sue-typed and  frozen  away  for  future  use  in  other  individuals.  Thus,  every  baby 
bom  can  potentially  be  a  stem  cell  donor,  allowing  an  enormous  expansion  in  the 
pool  of  donors  with  different  tissue  types;  this  technique  also  avoids  the  pain  and 
risks  of  marrow  donation,  and  the  donor  pool  will  better  reflect  the  tissue  t3T)es  of 
the  general  population.  Finally,  animal  studies  indicate  that  it  may  be  possible  to 
transplant  stem  cells  from  one  early  fetus  to  another  while  the  latter  is  stUl  in  the 
womb.  Since  the  immune  systems  of  the  fetus's  are  immature,  they  do  not  have  to 
be  of  the  same  tissue  tj^ie.  This  procedure  leads  to  the  baby  having  two  different 
sets  of  blood  cells  and  it  has  potential  for  treating  or  ameliorating  a  number  of  ge- 
netic disorders  affecting  blood  cells. 

The  potential  for  new  discoveries  in  the  areas  of  gene  therapy,  bone  marrow 
transplantation,  and  stem  cell  biology  is  best  indicated  by  noting  that  NIDDK  re- 
cently chose  to  target  stem  cells  for  research  support  and  NHLBI  chose  to  target 
fetal  transplantation  for  research  support.  Much  of  the  work  in  the  Centers  of  Excel- 
lence in  Molecular  Hematology  is  also  targeted  at  these  same  areas. 

Blood  clots  in  arteries  remains  the  number  one  killer  of  Americans,  leading  to 
heart  attacks  and  strokes.  In  fact,  nearly  50  percent  of  the  deaths  each  year  in  this 
country  are  due  to  cardiovascular  disease,  with  an  estimated  economic  loss  in  1989 
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of  more  than  $150  billion  per  year.  The  human  loss,  of  course,  is  incalculable.  Clot 
dissolving  agents  have  been  helpful  in  treating  established  heart  attacks,  but  they 
are  not  universally  successful  and  cannot  be  given  as  preventive  therapy.  As  a  re- 
sult of  basic  research  bv  a  number  of  investigators  largely  supported  by  NIH,  a  new 
class  of  drugs  that  block  a  receptor  (GPIIb/IIIa)  on  the  siirface  of  blood  platelets  has 
been  developed  and  these  agents  are  more  potent  than  aspirin  in  preventing  plate- 
lets from  clumping  together  and  clogging  arteries.  Several  of  these  drugs  are  in  ad- 
vanced stages  of  human  testing,  and  while  they  may  produce  some  increase  in 
bleeding,  preliminary  data  indicate  that  they  are  more  potent  than  aspirin  in  reduc- 
ing the  risks  of  developing  heart  attacks  in  high  risk  patients  undergoing 
angioplasty  and  in  patients  with  impending  heart  attacks;  they  may  also  improve 
the  etiicacy  of  thrombolytic  therapy  in  patients  with  heart  attacks.  More  than  10 
pharmaceutical  and  biotechnology  companies  are  working  on  developing  such  agents 
and  it  is  likely  that  thev  have  collectively  already  spent  nundreds  of  millions  of  dol- 
lars and  employed  hundreds  of  scientists  and  support  staff  in  the  process. 

Other  new  agents  that  retard  blood  clotting  have  been  identified  based  on  pro- 
teins from  the  leech  and  these  have  been  shown  to  be  more  potent  than  heparin, 
the  drug  currently  available.  Their  use  also  promises  to  improve  our  therapy  of 
heart  attacks  and  related  problems. 

Venous  thrombosis,  or  phlebitis,  is  due  primarily  to  blood  clots  in  the  veins  in  the 
legs.  If  these  clots  break  off  and  travel  to  the  lung,  they  are  called  pulmonary  emboli 
and  can  lead  to  death  from  a  lack  of  oxygen.  The  NHLBI  estimates  that  as  many 
as  60,000  patients  die  each  year  from  this  process,  more  than  die  from  breast  can- 
cer. Attaclung  this  problem  should  be  an  important  part  of  the  Women's  Health  Ini- 
tiative since  venous  thrombosis  affects  women  twice  as  often  as  men  and  pulmonary 
embolism  is  the  most  common  cause  of  death  in  women  after  giving  birth. 

To  sustain  the  extraordinarily  successful  rate  of  discovery  in  the  area  of  blood  co- 
agulation, and  its  translation  into  diagnostic  and  therapeutic  advances,  the  Society 
enthusiastically  supports  the  proposed  NHLBI  RFA  to  create  Specialized  Centers  of 
Research  in  Hemostatic  and  Thrombotic  Diseases.  Such  centers  will  insure  that 
multidisciplinary  approaches  are  brought  to  bear  on  both  the  basic  science  compo- 
nents and  their  applications  to  human  disease. 

In  conclusion,  Mr.  Chairman  and  members  of  the  subcommittee,  on  behalf  of  the 
American  Society  of  Hematology,  thank  you  for  allowing  me  to  testify  before  you. 
Mr.  Chairman,  you  have  been  a  real  leader  in  the  area  of  biomedical  research  and 
we  thank  you  for  that  and  look  forward  to  working  with  you  in  the  future  as  we 
strive  to  improve  the  nation's  health. 

To  maintain  our  country's  thrilling  pace  of  research  and  clinical  improvement,  the 
American  Society  of  Hematology  recommends  an  overall  increase  in  the  NIH  budget 
of  9  percent,  with  at  least  9  percent  increases  for  NHLBI,  NIDDK,  and  the  NCI. 
We  note  that  the  NIDDK  Coalition  Steering  Committee  has  requested  an  11.5  per- 
cent increase  in  the  NIDDK  budget  and  the  NHLBI  Constituency  Group  is  calling 
for  an  increase  in  line  with  the  Ad  Hoc  Group  for  Medical  Research  recommendation 
of  9  percent.  We  would  respectfully  suggest  that  the  research  advances  in  hema- 
tology and  other  areas  would  folly  justify  an  increase  of  11.5  percent  for  NHLBI 
over  last  year's  budget. 

STATEMENT  OF  BRADLEY  P.  FUHRMAN,  M.D.,  FCCM,  CHAIRMAN,  RE- 
SEARCH DIVISION,  SOCIETY  OF  CRITICAL  CARE  MEDICINE 

Senator  Reid.  We  will  now  hear  from  Dr.  Bradley  Fuhrman,  the 
Society  of  Critical  Care  Medicine. 

Dr.  FUHRMAN.  Mr.  Chairman,  as  head  of  the  research  division  of 
the  Society  of  Critical  Care  Medicine,  I  appreciate  this  opportunity 
to  testify  before  the  subcommittee.  Specifically,  the  society  would 
like  to  address  fiscal  year  1995  funding  for  the  National  Heart, 
Lung,  and  Blood  Institute,  and  for  the  Agency  for  Health  Care  Pol- 
icy and  Research. 

The  society  represents  over  7,500  physicians,  nurses,  allied 
health  practitioners,  scientists,  pharmacists,  and  members  of  in- 
dustry dedicated 

Senator  Reid.  Doctor,  is  this — there  is  pediatric  critical  care.  Is 
that  an  emergency  room? 

Dr.  FuHRMAN,  No;  it  is  not.  This  is  the  intensive  care  unit  service 
for  children. 
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Senator  Reid.  OK,  thank  you.  I  am  sorry  to  have  interrupted. 

Dr.  FuHRMAN.  That  is  all  right. 

All  of  these  participants  are  dedicated  to  improving  the  care  of 
critically  ill  and  injured  patients.  Moreover,  the  society  is  an  advo- 
cate of  the  infant  child  or  adult  who  requires  or  is  at  risk  of  need- 
ing intensive  care  services  or  advanced  life  support. 

Critical  care  services  in  the  United  States  account  for  almost  30 
percent  of  all  acute  care  hospital  costs.  Four  out  of  five  Americans 
and  four  out  of  five  members  of  this  subcommittee  will  experience 
critical  care  in  their  lifetime,  either  as  a  patient  or  as  a  family 
member  or  friend  of  a  critically  ill  or  injured  person,  because  the 
need  for  these  services  may  arise  from  any  illness,  however  revers- 
ible, or  from  any  surgical  procedure. 

This  past  year,  the  NHLBI  convened  a  task  force  on  critical  care 
to  develop  a  much  needed  research  agenda  in  this  area.  Given  the 
scarce  resources  and  costly  care  required  to  treat  critically  ill  or  in- 
jured patients,  we  urge  the  subcommittee  to  provide  new  funding 
to  the  NHLBI  to  implement  this  research  agenda.  We  also  urge  the 
subcommittee  to  provide  sufficient  funding  for  new  research 
projects  in  adult  respiratory  distress  s3mdrome,  ARDS. 

One  of  the  most  commonly  affected  organ  systems  in  critically  ill 
patients  is  the  respiratory  system.  ARDS,  which  leads  to  failure  of 
the  lungs  to  oxygenate  blood,  strikes  an  estimated  150,000  Ameri- 
cans each  year  and  causes  an  estimated  100,000  deaths.  Research 
to  discover  the  causes  of  lung  injury  and  to  understand  the  mecha- 
nisms of  lung  recovery  will  help  us  to  identify  appropriate  treat- 
ments to  reduce  disability,  to  lessen  mortality,  and  to  more  quickly 
return  these  individuals  to  a  productive  place  in  society,  thereby 
reducing  the  cost  of  critical  illness. 

We  also  support  the  NHLBI's  overall  professional  judgment 
budget  of  approximately  $1.8  billion  for  fiscal  year  1995.  The  Presi- 
dent's budget  proposal  calls  for  a  decrease  in  funding  in  fiscal  year 
1995  for  NHLBI.  The  current  funding  level  results  in  a  low  rate  of 
grant  awards  and  the  NHLBI  is  not  able  to  fully  fund  those  award- 
ees  who  do  receive  grant  support.  Now  is  not  the  time  to  reduce 
our  country's  strong  commitment  to  heart  and  lung  research. 

The  research  agenda  being  developed  by  the  critical  care  task 
force  of  the  NHLBI  does  not  include  research  to  determine  the 
most  appropriate  way  to  deliver  resource-intensive  critical  services. 
The  society  believes  that  the  highest  quality,  most  cost-effective 
critical  care  services  are  provided  when  the  care  of  a  critically  ill 
or  injured  patient  is  managed  by  a  physician  specially  trained  in 
critical  care  who  is  assisted  by  specially  trained  nurses  and  other 
allied  health  care  practitioners.  Small  studies  support  this  conclu- 
sion. Unfortunately,  only  44  percent  of  ICU's  in  this  country  are 
managed  by  a  full-time  critical  care  physician  with  a  multidisci- 
plinary  team  of  providers. 

The  society  recommends  an  in-depth  study  be  undertaken  by  the 
AHCPR  comparing  outcomes  and  costs  of  a  critical  care  delivery 
system  comprised  of  a  multidisciplinary  team  headed  by  a  specially 
trained  critical  physician  to  those  of  a  unit  with  no  critical  care 
physician  manager  where  multiple  uncoordinated  physicians  treat 
the  critically  ill  patient. 
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PREPARED  STATEMENT 

Critical  care  represents  almost  30  percent  of  all  acute  care  hos- 
pital costs.  Almost  60  percent  of  critically  ill  or  injured  patients  are 
65  years  of  age  and  Medicare  beneficiaries.  We  believe  that  given 
the  Federal  Government's  role  as  a  significant  payer  of  critical  care 
services,  it  should  be  vitally  interested  in  the  best  method  of  deliv- 
ering this  care. 

Thank  you. 

Senator  Reid.  Thank  you  very  much. 

[The  statement  follows:] 

STATEME^^^  of  Bradley  P.  Fuhrman,  M.D. 

As  Chairman  of  the  Research  Division  of  the  Society  of  Critical  Care  Medicine, 
I  appreciate  this  opportunity  to  testify  before  the  Subcommittee  on  Labor,  Health 
and  Human  Services,  Education  and  Related  Agencies  of  the  Senate  Appropriations 
Committee.  Specifically,  the  Society  would  like  to  address  fiscal  year  1995  funding 
for  the  National  Heart,  Lung  and  Blood  Institute  ("NHLBI")  and  the  Agency  for 
Health  Care  Policy  and  Research  ("AHCPR"). 

The  Society  represents  over  7,500  physicians,  nurses,  allied  health  practitioners, 
scientists,  pharmacists,  and  members  of  industry  who  are  dedicated  to  improving 
the  care  of  the  critically  ill  and  injured  patient.  Moreover,  the  Society  is  an  advocate 
of  the  infant,  child,  or  adult  who  requires,  or  is  at  risk  of  needing,  intensive  care 
services  or  advanced  life  support. 

Critical  care  is  a  relatively  young  field  of  medicine,  focusing  on  the  specialized 
treatment  of  the  unstable  patient  to  prevent  or  combat  single  or  multiple  vital  organ 
system  failure.  Basic  biomedical  research,  as  well  as  outcomes  research,  in  critical 
care  must  be  given  top  priority  by  a  federal  government  attempting  to  improve  the 
quality  of  and  access  to  health  care  services  while  controlling  costs. 

Critical  care  services  in  the  United  States  account  for  almost  30  percent  of  all 
acute  care  hospital  costs.  Four  out  of  five  Americans,  and  four  out  of  five  Members 
of  this  Subcommittee,  will  experience  critical  care  in  their  lifetime,  either  as  a  pa- 
tient or  as  a  family  member  or  friend  of  a  critically  ill  or  injured  person.  Mrs.  Clin- 
ton through  her  father  and  Vice  President  Gore  through  his  son  both  have  experi- 
ence with  critical  illness  and  injury. 

FUNDING  FOR  THE  NHLBI 

This  past  year,  the  NHLBI  convened  a  Task  Force  on  Critical  Care  to  develop  a 
much  needed  research  agenda  in  this  area.  The  Task  Force's  recommendations 
should  be  finalized  shortly.  Members  of  the  Society  of  Critical  Care  Medicine  have 
played  an  integral  role  on  this  Task  Force  and  in  the  development  of  the  research 
agenda.  We  urge  the  Subcommittee  to  specifically  provide  new  funding  to  the 
NHLBI  to  implement  this  research  agenda.  One  significant  component  of  the  re- 
search agenda  will  be  randomized  multi-center  clinical  trials  to  examine  a  wide 
range  of  critical  care  services. 

We  also  urge  the  Subcommittee  to  provide  sufficient  funding  in  two  areas  of  im- 
portant research  being  conducted  through  the  NHLBI:  research  in  adult  respiratory 
distress  syndrome  ("AilDS")  and  hospital  management  of  asthma. 

One  of  tiie  most  commonly  affected  organ  systems  in  critically  ill  patients  is  the 
respiratory  system.  This  respiratory  system  ftdlure  manifests  as  two  general  S5m- 
dromes.  One  is  ARDS,  which  leads  to  failure  of  the  lungs  to  oxygenate  blood.  The 
occurrence  of  ARDS  is  associated  with  a  variety  of  disease  processes,  with  ARDS 
being  a  common  accompaniment  of  the  multiple  organ  system  failure  syndrome. 
ARDS  strikes  an  estimated  150,000  Americans  each  year.  Research  to  discover  the 
causes  of  lung  injury  and  to  understand  the  mechanisms  of  lung  recovery  in  this 
disorder  will  help  us  to  identify  appropriate  treatments,  to  reduce  disability,  to  less- 
en mortality,  and  to  more  quickly  return  these  individuals  to  a  productive  place  in 
society.  . 

Concerning  asthma  research  and  critical  care,  nearly  all  patients  admitted  to  the 
hospital  for  management  of  acutely  severe  disease  will  have  moderate  to  severe  air- 
flow obstruction.  Care  of  these  patients  requires  close  medical  attention,  including 
serial  assessment  of  lung  function  by  a  multidisciplinary  team  of  health  care  provid- 
ers, including  a  physician,  skilled  nurses,  and  respiratory  therapists.  Accordingly, 
these  patients  often  are  treated  in  an  ICU  by  a  critical  care  team.  Proper  care  prior 
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to  hospitalization  or  in  the  emergency  room,  however,  might  avoid  the  need  for  cost- 
ly intensive  care  services. 

Much  research  remains  to  be  done  to  understand  how  to  prevent  acute  exacer- 
bations that  lead  to  hospitalizations,  as  well  as  how  to  provide  rapid,  effective  treat- 
ment once  the  patient  has  been  admitted.  Some  research  questions  include:  optimal 
dose  of  systemic  cortiosteroids;  use  of  systemic  cortiosteroids  compared  to  intra- 
venous administration  of  these  medications;  appropriate  use  of  methlyxanthines; 
and  effective  methods  to  dear,  or  alter  viscosity  of,  airway  secretions. 

The  Society  of  Critical  Care  Medicine  supports  additional  funding  for  the  NHLBI's 
new  research  grants  in  the  areas  of  ARDS,  the  management  of  hospitalized  patients 
with  asthma,  and  emergency  department  treatment  of  asthma  in  minority  children. 
We  urge  the  Subcommittee  to  provide  additional  funding  to  the  NHLBI  for  these 
programs. 

We  also  support  the  NHLBI's  overall  Professional  Judgment  Budget  of  approxi- 
mately $1.8  billion  for  fiscal  year  1995.  The  President's  Budget  Proposal  calls  for 
a  decrease  in  funding  for  the  NHLBI  in  fiscal  year  1995  compared  with  fiscal  year 
1994.  Now  is  not  the  time  to  reduce  our  country's  strong  commitment  to  research. 
The  cuiTent  NHLBI  funding  level  necessitates  a  low  rate  of  grant  awards,  and  the 
NHLBI  is  not  able  to  fully  fund  those  awardees  who  do  receive  grant  support.  Much 
can  be  gained  in  improved  quality  of  care  and  enhanced  cost  efficiency  due  to  the 
medical  data  provided  through  research.  We  urge  the  Subcommittee  to  appropriate 
funds  to  the  NHLBI  for  fiscal  year  1995  sufficient  to  meet  its  Professional  Judgment 
targets. 

Especially  disturbing  to  the  Society  is  the  difficulty  that  young  scientists,  who 
represent  the  future  of  our  new  discipline,  encounter  in  seeking  funding  for  their 
projects.  New  investigators  involved  in  critical  care  research  compete  with  older  and 
better  established  disciplines  and  are  likely  to  be  denied  funding  because  of  the  in- 
sufficient resources  available  under  the  President's  proposal.  Accordingly,  the  Soci- 
ety recommends  that  the  Subcommittee  provide  additional  funding  to  the  National 
Research  Service  Award  Program,  FIRST  Awards,  and  career  development  awards, 
which  encourage  young  investigators  to  direct  their  efforts  to  improve  the  care  of 
our  nation's  critically  ill  and  injured. 

FUNDING  FOR  THE  AHCPR 

The  research  agenda  being  developed  by  the  Critical  Care  Task  Force  of  the 
NHLBI  does  not  include  research  into  the  most  appropriate  manner  to  deliver  re- 
source-intensive critical  care  services.  The  Society  believes  that  the  highest  quality, 
most  cost-effective  critical  care  services  are  provided  when  the  care  of  a  critically 
ill  or  injured  patient  is  managed  by  a  physician  specially  trained  in  critical  care  who 
is  assisted  by  specially  trained  nurses  and  other  allied  health  practitioners.  Small 
studies  already  have  supported  this  conclusion.  Unfortunately,  only  44  percent  of 
the  ICU's  throughout  the  country  currently  are  managed  by  a  full-time  critical  care 
physician  with  a  multidisciplinary  team  of  providers. 

The  Society  recommends  that  a  more  in-depth  study  be  undertaken  by  the 
AHCPR  comparing  outcomes  and  costs  of  a  critical  care  delivery  system  with  a  mul- 
tidisciplinary team,  headed  by  a  specially  trained  critical  care  physician,  to  those 
of  a  unit  with  no  critical  care  physician  manager  and  where  multiple  physicians 
treat  a  critically  ill  patient.  As  mentioned  previously,  critical  care  represents  almost 
30  percent  of  all  acute  care  hospital  costs.  Almost  60  percent  of  critically  ill  or  in- 
jured patients  are  over  65  years  of  age  and  Medicare  beneficiaries.  We  believe  that 
given  the  federal  government's  role  as  a  significant  payer  of  critical  care  services 
that  it  should  be  vitally  interested  in  the  best  method  of  delivering  this  care. 

CONCLUSION 

In  conclusion,  the  Society  of  Critical  Care  Medicine  believes  that  only  through  ap- 
propriations substantially  above  the  President's  request  can  the  NHLBI  meet  its 
stated  goals  of  advancing  research  and  training  related  to  the  respiratory  and  cir- 
culatory systems.  The  Society  urges  the  Subcommittee  to  provide  sufficient  new 
funding  for  the  NHLBI  to  implement  the  recommendations  forthcoming  from  the 
NHLBI's  Critical  Care  Task  Force,  as  well  as  its  new  programs  in  ARDS  and  asth- 
ma. In  addition,  encouragement  must  be  provided  to  tne  many  young  investigators 
in  critical  care  medicine  who  may  have  difficulty  competing  with  more  established 
disciplines.  Lastly,  AHCPR  funding  for  new  outcomes  research  in  the  most  appro- 
priate delivery  systems  for  critical  care  services  is  imperative. 

As  always,  members  of  the  Society  are  available  as  a  resource  to  the  Subcommit- 
tee and  its  staff  as  to  the  practical  application  of  our  recommendations. 
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STATEMENT  OF  ARTHUR  L.  TRASK,  M.D.,  FACS,  ON  BEHALF  OF  THE 
AMERICAN  COIXEGE  OF  SURGEONS 

Senator  Reid.  Our  final  witness  in  this  panel  is  Dr.  Arthur  Trask 
of  the  American  College  of  Surgeons. 

Dr.  Trask.  Mr.  Chairman,  I  am  Arthur  L.  Trask,  M.D.  I  am  the 
chief  of  trauma  services  for  Fairfax  Hospital's  regional  trauma  cen- 
ter in  Falls  Church,  VA.  Thank  you  for  the  opportunity  to  appear 
before  you  today  to  express  the  American  College  of  Surgeons' 
views  on  fiscal  year  1995  funding  for  the  trauma  systems  program 
created  by  the  Trauma  Care  Systems  Planning  and  Development 
Act. 

I  want  to  express  the  trauma  community's  appreciation  for  the 
support  that  tne  members  of  the  subcommittee,  and  Chairman 
Harkin  in  particular,  have  shown  since  we  first  sought  appropria- 
tions for  this  program  in  fiscal  year  1992.  What  small  gains  we 
have  made  in  obtaining  and  increasing  funding  for  this  program 
are  due  largely  to  your  efforts,  and  we  are  indeed  grateful. 

The  American  College  of  Surgeons  and  its  over  60,000  fellows  are 
deeply  committed  to  improving  the  quality  of  care  provided  to  vic- 
tims of  injury  and  violent  acts.  The  college,  through  its  committee 
on  trauma,  has  set  the  standard  for  optimal  trauma  care  through- 
out the  United  States  by  its  published  guidelines.  Our  fellows  have 
given  of  their  time  and  resources  to  champion  the  cause  of  the  in- 
jured patient  and  their  families  by  supporting  the  enhancement  of 
trauma  systems. 

We  are  certain  that  you  are  aware  that  trauma  and  violence  to- 
gether represent  the  most  widespread  of  public  health  problems; 
160,000  Americans  die  each  year  as  a  result  of  trauma,  and  at 
least  25,000  die  needlessly  because  there  is  no  organized  trauma 
system  in  their  community.  The  costs  of  trauma  for  the  American 
citizens  is  $171  billion  per  year.  Trauma  is  costly  to  the  Nation,  but 
we  have  traditionally  funded  the  pound  of  cure  rather  than  the 
ounce  of  prevention. 

Under  Public  Law  101-590,  the  Secretary  of  Health  and  Human 
Services  awards  grants  to  States  to  assist  them  in  planning,  imple- 
menting, and  monitoring  statewide  trauma  care  systems;  80  per- 
cent of  the  funds  appropriated  for  this  program  are  used  for  these 
grants.  For  rural  areas,  an  additional  10  percent  is  funded  for  re- 
search and  demonstration  projects  to  improve  the  availability  and 
quality  of  emergency  care  for  rural  Americans.  Following  the  enact- 
ment of  last  year's  reauthorization  legislation,  the  total  authoriza- 
tion level  for  the  program  is  $6  million — that  is  for  1994,  and  such 
sums  as  necessary  in  1995  and  1996. 

Under  the  auspices  of  the  new  Division  of  Trauma  and  Emer- 
gency Medical  Systems  in  the  Bureau  of  Health  Resources  Develop- 
ment, a  model  trauma  plan  has  been  developed  with  input  from  the 
American  College  of  Surgeons  and  many  other  individuals  and  or- 
ganizations with  special  expertise  in  trauma  care. 

PREPARED  STATEMENT 

For  fiscal  year  1993,  HRSA  was  able  to  grant  26  out  of  the  33 
grants  submitted.  Some  examples  of  what  these  grants  are  funding 
includes  statewide  quality  improvement  procedures;  educational 
programs  for  rural  providers;  community  education  and  prevention 
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programs.  For  fiscal  year  1995,  we  are  asking  the  subcommittee  to 
provide  at  least  $6  million  for  this  program,  an  increase  of  approxi- 
mately $1.2  million.  The  President's  budget  recommended  funding 
of  this  program  at  $4.8  million. 

Thank  you  for  this  opportunity  to  express  the  American  College 
of  Surgeons'  views. 

Senator  Reid.  Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Arthur  L.  Trask,  M.D. 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Arthur  L.  Trask,  MD, 
FACS.  I  am  the  director  of  trauma  services  at  Fairfax  Hospital  in  Falls  Church,  VA. 
Thank  you  for  the  opportunity  to  appear  before  you  today  to  express  the  College's 
views  on  fiscal  year  1995  funding  for  the  trauma  systems  program  created  by  Public 
Law  101-590,  the  Trauma  Care  Systems  Planning  and  Development  Act. 

First  of  all,  I  want  to  express  the  trauma  community s  appreciation  for  the  sup- 
port tliat  the  members  of  this  subcommittee,  and  Chairman  Harkin  in  particular, 
have  shown  since  we  first  sought  appropriations  for  this  program  in  fiscal  year 
1992.  What  small  gains  we  have  made  in  obtaining  and  increasing  funding  for  this 
program  are  due  largely  to  your  efforts,  and  we  are  indeed  grateful. 

ACS  INVOLVEMENT  IN  TREATMENT  AND  PREVENTION  OF  TRAUMA 

The  College  and  its  over  60,000  Fellows  are  deeply  committed  to  improving  the 
quality  of  care  provided  to  victims  of  injury.  Our  activities  in  this  area  include  stim- 
ulating research  into  methods  of  treating  injuries,  and  cooperating  with  other  medi- 
cal, scientific,  and  safety  groups  in  efforts  to  prevent  and  treat  injuries.  We  publish 
educational  materials  and  produce  public  service  television  and  radio  announce- 
ments on  topics  such  as  seat  belt  use  and  drunk  driving.  Also,  the  College  admin- 
isters courses  in  Advanced  Trauma  Life  Support  (ATLS)  for  physicians  and  other 
health  care  personnel,  sponsors  postgraduate  education  courses  for  surgeons,  and 
participates  in  the  process  to  accredit  training  programs  for  emergency  medical 
technicians-paramedics.  Ovu"  trauma  surgeons  conduct  on-site  consultations  at  the 
request  of  hospitals  to  verify  their  commitment  to  become  trauma  centers.  In  addi- 
tion, we  took  a  major  step  toward  establishing  a  national  data  base  on  trauma  care 
last  year  by  initiating  a  computerized  trauma  registry  known  as  National  TRACS. 

In  1976,  the  College  first  published  its  guidelines  for  the  hospital  and  prehospital 
resources  necessary  for  optimal  trauma  care.  These  guidelines  describe  in  detail  the 
qualifications  and  level  of  commitment  required  of  hospitals,  medical  and  surgical 
personnel,  and  local  communities  to  provide  quality  trauma  care.  The  College's 
guidelines  have  been  adopted  by  state  and  regional  trauma  systems  throughout  the 
nation;  studies  have  shown  that  systems  employing  these  standards  have  experi- 
enced significant  reductions  in  preventable  deaths  due  to  injury.  These  criteria  are 
an  important  component  of  the  program  we  are  discussing  today. 

TRAUMA  IS  A  MAJOR  PUBLIC  HEALTH  PROBLEM 

In  recent  years,  policymakers  in  Congress  and  the  federal  government  have  be- 
come increasingly  aware  of  how  important  injury  prevention  and  control  activities 
are  to  the  public's  health.  However,  the  increased  federal  support  for  these  efforts 
has  focused  primarily  on  how  and  why  injuries  occur  and  what  can  be  done  to  mini- 
mize their  incidence.  Very  little  has  been  done  to  control  the  outcome  of  those  inju- 
ries that  have  not  been  prevented. 

Trauma  care  systems  are  based  upon  proper  organization  of  existing  health  care 
resources.  These  systems  of  care  are  necessary  to  prevent  needless  deaths  and  to 
control  the  number  and  the  severity  of  disabilities  suffered  by  those  who  are  seri- 
ously injured  despite  our  best  efforts  to  develop  safety  devices  and  promote  safe  be- 
havior. It  has  been  estimated  that  25,000  Americans  die  needlessly  each  year  be- 
cause they  live  in  communities  that  are  not  organized  to  transport  severely  injured 
patients  promptly  to  the  area  hospital  that  is  staffed  and  equipped  to  provide  expert 
trauma  care.  Many  thousands  more  suffer  preventable  disabilities  for  the  same  rea- 
son. 

Trauma  is  costly  to  the  nation — not  only  because  of  the  pain  and  suffering  that 
result,  but  also  in  economic  terms.  While  trauma  is  the  nation's  fourth  leading  cause 
of  death,  productivity  losses  from  injury  are  far  greater  than  from  the  other  leading 
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causes  of  death.  That  is  because  trauma  is  largely  a  disease  of  the  young.  Four  of 
every  five  people  who  are  injured  are  under  age  44. 

SUMMARY  OF  THE  LAW 

Under  Public  Law  101-590,  the  Secretary  of  Health  and  Human  Services  awards 
grants  to  states  to  assist  them  in  planning,  implementing,  and  monitoring  statewide 
trauma  care  systems.  Eighty  percent  of  the  funds  appropriated  for  this  program  are 
used  for  these  grants.  In  addition,  10  percent  of  the  program  funds  are  used  to  pro- 
vide grants  to  public  and  not-for-profit  entities  for  conducting  research  and  dem- 
onstration projects  on  methods  for  improving  the  availability  and  quality  of  emer- 
gency medical  services  and  trauma  care  in  rural  areas. 

The  law  requires  that  a  Model  Trauma  Plan  be  developed  to  guide  states  in  de- 
signing their  trauma  care  systems.  This  plan  must  take  into  account  existing  na- 
tional standards  for  trauma  care,  including  those  developed  by  the  American  College 
of  Surgeons,  the  American  College  of  Emergency  Physicians,  and  the  American 
Academy  of  Pediatrics.  Also,  a  National  Clearinghouse  on  Emergency  Medical  Serv- 
ices and  Trauma  Care  is  to  be  established  to  compile  and  disseminate  national  qual- 
ity of  care  data  and  provide  technical  assistance  to  states  and  local  agencies.  The 
law  allocates  10  percent  of  the  program  funds  for  these  activities. 

Following  enactment  of  last  year's  reauthorization  legislation,  the  total  authoriza- 
tion level  for  the  program  is  $6  million  for  fiscal  year  1994,  and  such  svuns  as  nec- 
essary in  fiscal  year  1995  and  fiscal  year  1996. 

PROGRAM  ACCOMPLISHMENTS 

The  Heialth  Resources  and  Services  Administration  (HRSA)  has  made  significant 
progress  in  the  short  time  since  May  1992,  when  the  agency  was  granted  authority 
to  administer  this  program.  Under  the  auspices  of  a  new  Division  of  Trauma  and 
Emergency  Medical  Systems  in  the  Bureau  of  Health  Resources  Development,  a 
draft  Model  Trauma  Care  Plan  has  been  developed  and  refined  through  a  consensus 
process  that  involved  a  broad  spectrum  of  individuals  and  national  organizations 
with  special  expertise  in  trauma  care  and  trauma  systems. 

In  fiscal  year  1992,  23  of  the  33  states  that  applied  for  trauma  system  develop- 
ment grants  received  money.  In  fiscal  year  1993,  HRSA  again  received  33  grant  ap- 
plications and  was  able  to  provide  funding  for  26  of  them.  Examples  of  some  of  the 
activities  that  states  are  financing  through  these  grants  include:  comprehensive  sur- 
veys of  trauma  incidence,  morbidity,  mortality,  patient  outcomes,  and  quality  assur- 
ance procedures;  assessments  of  trauma  care  resources;  evaluations  of  prehospital 
triage  procedures;  education  programs  for  rural  trauma  care  providers;  hearings  on 
state  traiuna  system  plans;  and  community  education  and  awareness  efforts.  In  ad- 
dition, the  agency  awarded  grants  each  year  for  the  nu-al  demonstration  projects. 

CONCLUSION 

For  fiscal  year  1995,  we  are  asking  the  Subcommittee  to  provide  at  least  $6  mil- 
lion for  this  program,  an  increase  of  approximately  $1.2  million.  The  President's 
budget  recommended  level  funding  for  this  program,  at  approximately  $4.8  milUon. 

Thank  you  again  for  this  opportunity  to  express  the  College's  views.  We  look  for- 
ward to  working  with  you  in  the  months  ahead,  and  I  would  be  pleased  to  answer 
any  questions  that  you  may  have. 

Senator  Reid.  The  testimony  of  this  panel  relating  to  blood  and 
the  importance  it  has  and  the  problems  that  we  have  with  blood 
is  certainly  educational  to  me.  The  testimony  that  two  have  given 
on  blood  stem — what  is  the  term  blood  stem,  is  that  it? 

Dr.  Zucker-Franklin.  Stem  cell. 

Senator  Reid.  Stem  cell.  I  should  have  looked  at  the  testimony. 
But,  anyway,  that  is  really  interesting.  And  how  long  has  this 
study  been  going  on? 

Dr.  Zucker-Franklin.  Actually,  we  were  aware  of  it  for  a  while, 
but  I  would  say  that  during  the  past  2  years  it  has  become  appar- 
ent that  these  stem  cells  are  not  only  present  in  the  bone  marrow 
from  which  we  had  to  harvest  these  cells  in  prior  cells.  We  now 
know  that  umbilical  cord  blood,  which  as  I  mentioned  before  was 
being  thrown  away,  contains  a  large  number  of  these  stem  cells. 
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And  we  are  now  harvesting  the  cells  and  are  able  to  develop  in 
vitro,  in  the  test  tube,  all  the  other  blood  cell  lineages,  the  white 
cells,  the  platelets,  from  these  stem  cells.  And  probably  will  within 
a  very  short  time,  I  would  say  1  or  2  years,  be  able  to  use  them — 
they  have  already  been  used  experimentally — for  bone  marrow  res- 
toration purposes. 

Senator  Reid.  How  interesting. 

What  is  a  chest  physician? 

Dr.  Stein.  Our  society  represents  specialists  with  an  interest  in 
the  organs  in  the  chest,  which  include  the  lung  and  the  heart. 

Senator  Reid.  It  is  not  an  individual  specialty,  board  specialty, 
then. 

Dr.  Stein.  No;  it  includes  cardiologists  and  pulmonologists,  and 
some  hematologists  too,  as  a  matter  of  fact. 

Senator  Reid.  Doctor  Trask,  it  is  interesting  that,  at  least  to  my 
knowledge,  out  of  the  medical  specialty  groups,  the  American  Col- 
lege of  Surgeons  is  the  only  one  that  has  come  out  for  the  single 
payer  plan.  Do  you  know  of  another  specialty  group  that  has? 

Dr.  Trask.  I  am  not  aware  of  any  other. 

Senator  Reid.  That  is  extremely  interesting.  I  personally  do  not 
favor  that,  but  I  was  very  surprised  to  see  that  the  American  Col- 
lege of  Surgeons  came  out  for  that.  I  talked  to  some  of  my  friends 
in  the  Las  Vegas  community,  and  they  indicated  it  was  just  be- 
cause doctors  are  so  fed  up  with  the  bureaucracy  that — especially 
these  HMO's  and  PPO's  and  all  this,  that  they  have  trouble  getting 
permission  to  do  even  minor  procedures,  and  they  thought  maybe 
just  having  one  source  to  go  to  might  be  better  than  the 
multisource  where  some  clerk  tells  you  what  you  can  or  cannot  do. 
Do  you  think  that  could  be  the  reason? 

Dr.  Trask.  Could  be. 

Senator  Reid.  I  end  this  hearing  today  by  stating  basically  what 
I  said  initially.  It  is  really  too  bad  that  this  extremely  important 
testimony  that  each  of  you  have  rendered  is  rendered  to  an  empty 
room.  Now,  you  see  staff  in  the  room  who  come  and  go.  They  rep- 
resent different  Senators  on  the  subcommittee.  Certainly  the  staff, 
and  members  of  this  subcommittee  will  be  briefed  as  to  testimony 
that  takes  place  today  and  at  other  times.  So  it  is  not  as  if  your 
role  here  is  just  speaking  to  me.  Of  course,  the  chairman  will  be 
advised  by  his  staff,  I  by  my  staff,  and  the  other  members  of  the 
subcommittee. 

So  your  testimony  is  very  important.  My  only  concern  is  that  it 
is  too  bad  that  we  do  not  have  a  roomful  of  people  with  TV  lights 
on,  as  we  did  with,  for  example,  the  clean  water  bill.  It  got  so  hot 
in  there  because  of  the  TV,  we  had  to  ask  literally  to  have  them 
turn  the  TV  lights  off  because  we  could  not  take  the  heat  anymore. 
And  it  is  too  bad,  because  certainly  we  would  all  acknowledge  what 
we  are  doing  here  today  is  just  as  important,  I  hope,  and  I  think 
we  would  all  agree  more  important  than  clean  water. 

Thank  you  all  very  much  for  being  here  today. 
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SUBCOMMITTEE  RECESS 


The  subcommittee  will  stand  in  recess  until  9:30  a.m.,  Wednes- 
day, March  16,  when  we  will  meet  in  SD-192  to  hear  testimony 
from  the  Secretary  of  Health  and  Human  Services,  the  Hon.  Donna 
Shalala. 

[Whereupon,  at  12:10  p.m.,  Friday,  March  4,  the  subcommittee 
was  recessed,  to  reconvene  at  9:30  a.m.,  Wednesday,  March  16.] 
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Material  Submitted  Subsequent  to  Conclusion  of 

Hearing 

[Clerk's  note. — ^Additional  material  was  received  by  the  sub- 
committee subsequent  to  the  conclusion  of  the  hearing.  The  state- 
ments will  be  inseriied  in  the  record  at  this  point.] 

STATEMENT  OF  SENATOR  LARRY  CRAIG 

MR.  CHAIRMAN,  THANK  YOU  FOR  THE  OPPORTUNITY  TO  PROVIDE  YOUR 

SUBCOMMITTEE  WITH  TESTIMONY  ON  IMPACT  AID  AND  OTHER  EDUCATION 

PROGRAMS.   I  ASK  THAT  MY  FULL  STATEMENT  BE  MADE  A  PART  OF  THE 

RECORD, 

FOR  14  YEARS,  I  HAVE  BEEN  SUPPORTIVE  OF  FUNDING  FOR  IMPACT  AID 

AND  APPRECIATE  THE  OPPORTUNITY  TO  SHARE  WITH  YOU  SOME  INFORMATION 

ON  THE  IMPORTANCE  OF  THIS  PROGRAM  TO  IDAHO. 

I  WOULD  ALSO  LIKE  TO  MENTION  SEVERAL  OTHER  PROGRAMS  WHICH  HAVE 
BEEN  QUITE  SUCCESSFUL  IN  MY  HOME  STATE  OF  IDAHO  AND  HOPE  YOU  WILL 
CONSIDER  ADEQUATE  LEVELS  OF  FUNDING.   THESE  PROGRAMS  INCLUDE 
TRIO,  VOCATIONAL  EDUCATION,  SCHOOL  LUNCH,  THE  NATIONAL  WRITING 
PROJECT  AND  NATIONAL  YOUTH  SPORTS  PROGRAMS. 

I  HAVE  LONG  SUPPORTED  A  LIMITED  FEDERAL  ROLE  IN  EDUCATION.  THE 
RESPONSIBILITY  FOR  EDUCATION  LIES  PRIMARILY  WITH  STATE  AND  LOCAL 
GOVERNMENTS,  NOT  WITH  THE  FEDERAL  GOVERNMENT.   SINCE  MY  DAYS  IN 
THE  IDAHO  STATE  SENATE,  I  HAVE  BEEN  A  STRONG  ADVOCATE  OF  STATE 
FUNDING  FOR  EDUCATION  AND  CONTROL  OF  CURRICULUM. 

LOCAL  SCHOOL  BOARDS,  TEACHERS,  ADMINISTRATORS  AND  PARENTS  MUST 
CONTINUE  TO  PUT  PRESSURE  ON  THEIR  STATE  LEGISLATORS  TO  SUPPORT 
HIGH  QUALITY  IN  EDUCATION. 

HAVING  SAID  THAT,  THERE  IS  ALSO  A  ROLE  FOR  THE  FEDERAL  GOVERNMENT 
TO  PLAY.   THERE  ARE  CERTAIN  AREAS  OF  FEDERAL  RESPONSIBILITY  THAT 
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SHOULD  BE  PRIORITIES  FOR  FEDERAL  EDUCATION  FUNDING.   ONE  SUCH 
AREA  IS  REDRESSING  THE  EDUCATIONAL  DISADVANTAGES  CAUSED  WHEN  THE 
PRESENCE  OF  THE  FEDERAL  GOVERNMENT  DIRECTLY  AFFECTS  A  LOCAL 
SCHOOL  DISTRICT'S  ABILITY  TO  RAISE  REVENUE.   SUCH  IS  THE  CASE 
WITH  IMPACT  AID. 

IMPACT  AID 

WHEN  THE  U.S.  CONGRESS  PASSED  PUBLIC  LAW  81-874  IN  1950,  IT 
RECOGNIZED  THE  NEED  TO  PROVIDE  HIGH  QUALITY  EDUCATION  TO  CHILDREN 
WHOSE  PARENTS  LIVE  AND/OR  WORK  ON  FEDERAL  LANDS.   THESE  FEDERALLY 
SECURED  PROPERTIES  ARE  NOT  TAXABLE  BY  LOCAL  UNITS  OF  GOVERNMENT, 
PREVENTING  SCHOOL  DISTRICTS  FROM  GENERATING  REVENUE  THROUGH 
PROPERTY  TAXES. 

THE  EFFECT  OF  THIS  TAX  EXEMPTION  HITS  IDAHO  SCHOOL  DISTRICTS 
PARTICULARLY  HARD  BECAUSE  APPROXIMATELY  TWO-THIRDS  OF  OUR  STATE 
IS  OWNED  BY  THE  FEDERAL  GOVERNMENT.   IN  IDAHO,  41  SCHOOL 
DISTRICTS  ARE  FEDERALLY  IMPACTED  AND  QUALIFY  FOR  IMPACT  AID. 
THIS  INCLUDES  2,498  "A"  STUDENTS  AND  12,106  "B"  STUDENTS,  FOR  A 
TOTAL  OF  ALMOST  $4.7  MILLION  IN  FUNDING. 

IMPACT  AID  PROVIDES  EQUITY  FOR  THESE  SCHOOL  DISTRICTS.   WITHOUT 
THESE  FUNDS,  THE  STUDENTS  THEY  EDUCATE  WOULD  BE  GREATLY 
DISADVANTAGED.   THE  LOCAL  PROPERTY  TAX  BASE  SIMPLY  WOULD  NOT  BE 
ABLE  TO  PROVIDE  THE  NECESSARY  FUNDS  FOR  A  BASIC  EDUCATION.   IT  IS 
NECESSARY  TO  POINT  OUT  THE  IMPORTANCE  OF  THE  "B"  CATEGORY 
STUDENTS,  WHO  HAVE  BEEN  TARGETED  FOR  DECREASES.   THIS  CATEGORY 
HAS  BEEN  GROWING  IN  IDAHO,  AND  REPRESENTS  THE  MAJORITY  OF  OUR 
IMPACT  AID  STUDENTS.   THESE  STUDENTS  DESERVE  HIGH  QUALITY 
EDUCATION  AND  SHOULD  NOT  BE  DISADVANTAGED  BY  CUTBACKS  IN  "B"  FUNDING. 

MR.  CHAIRMAN,  LET  ME  SHARE  WITH  YOU  TWO  EXAMPLES  OF  THE 
IMPORTANCE  OF  IMPACT  AID  IN  MY  STATE.   THE  FIRST  IS  MOUNTAIN 
HOME,  A  SCHOOL  DISTRICT  THAT  HAS  SIGNIFICANT  PERCENTAGES  OF  BOTH 
"A"  AND  "B"  STUDENTS.   MOUNTAIN  HOME  IS  A  SMALL  COMMUNITY  SOUTH 
OF  BOISE.   THE  SCHOOL  DISTRICT  INCLUDES  MOUNTAIN  HOME  AIR  FORCE 
BASE.   THERE  ARE  975  "A"  STUDENTS  AND  1,003  "B"  STUDENTS  IN  THE 
SCHOOL  DISTRICT.   THIS  REPRESENTS  OVER  50  PERCENT  OF  THE  TOTAL 
STUDENT  POPULATION  IN  MOUNTAIN  HOME.   LOSING  "B"  FUNDING  WOULD 
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PUT  THESE  STUDENTS  AT  A  GREAT  DISADVANTAGE.  IMPACT  AID  FUNDING 
ENSURES  THAT  ALL  STUDENTS  IN  MOUNTAIN  HOME  GET  THE  HIGH  QUALITY 
EDUCATION  THEY  DESERVE. 

MR.  CHAIRMAN,  ANOTHER  POINT:  MOUNTAIN  HOME  IS  TARGETED  FOR  AN 
INCREASE  IN  MILITARY  PERSONNEL.   AS  PART  OF  THE  DEPARTMENT  OF  THE 
AIR  FORCE'S  "FORCE  STRUCTURE  REDUCTIONS,"  MOUNTAIN  HOME  IS 
EXPECTED  TO  INCREASE  BY  315  FULL-TIME  MILITARY  MANPOWER 
AUTHORIZATIONS.   IT  IS  NOT  UNREASONABLE  TO  ANTICIPATE  THAT  SOME 
OF  THE  NEW  PERSONNEL  WILL  HAVE  CHILDREN.   BECAUSE  OF  LIMITED  BASE 
HOUSING,  MANY  OF  THESE  NEW  STUDENTS  WILL  FALL  INTO  THE  "B" 
CATEGORY.   WITH  THE  CHANGES  IN  OUR  DEFENSE  FORCE  STRUCTURE  AND 
BASE  CLOSURES,  WE  NEED  TO  ENSURE  THAT  CHILDREN  IN  THE  IMPACTED 
AREAS  CONTINUE  TO  RECEIVE  A  HIGH  QUALITY  EDUCATION. 

THE  LAPWAI  SCHOOL  DISTRICT,  LOCATED  IN  NORTH  CENTRAL  IDAHO,  IS 
LOCATED  WITHIN  THE  BOUNDARIES  OF  THE  NEZ  PERCE  INDIAN 
RESERVATION.   OVER  70  PERCENT  OF  THE  STUDENTS  IN  THE  DISTRICT 
LIVE  ON  FEDERAL  LANDS,  OR  TRUST  PROPERTY.   IN  COMPARISON,  IMPACT 
AID  FUNDS  PROVIDE  OVER  25  PERCENT  OF  THEIR  ANNUAL  BUDGET. 
WITHOUT  THIS  MONEY,  LAPWAI  WOULD  NOT  BE  ABLE  TO  PROVIDE  HIGH 
QUALITY  EDUCATION. 

AN  IMPORTANT  FACT  TO  REMEMBER  WHEN  CONSIDERING  IMPACT  AID  FUNDING 
IS  THAT  MANY  OF  THE  STUDENTS  IT  AFFECTS  ARE  WHAT  WE  OFTEN  REFER 
TO  AS  "AT  RISK"  CHILDREN.   MORE  THAN  50  PERCENT  OF  THE  STUDENTS 
AT  LAPWAI  ARE  NATIVE  AMERICANS,  AND  APPROXIMATELY  7  5  PERCENT  OF 
THE  DISTRICT'S  ENTIRE  ENROLLMENT  IS  ELIGIBLE  FOR  FREE  OR  REDUCED 
LUNCHES.   BECAUSE  OF  IMPACT  AID,  THE  LAPWAI  SCHOOL  DISTRICT  IS 
ABLE  TO  PROVIDE  ITS  STUDENTS  WITH  A  HIGHER  QUALITY  EDUCATION, 
DEMONSTRATED  BY  THE  SCORES  AND  GRADUATION  RATE  IN  LAPWAI.   ALSO, 
THE  DROPOUT  RATE  IN  THE  LAPWAI  SCHOOLS  IS  ONE  OF  THE  LOWEST  IN 
THE  NATION  AMONG  SCHOOLS  WITH  A  SIGNIFICANT  INDIAN  POPULATION  (20 
PERCENT  OR  MORE).   ACCORDING  TO  SCHOOL  OFFICIALS,  IT  IS  THE  PL81- 
874  FUNDS  THAT  ACCOUNT  FOR  THE  LAPWAI  SCHOOL  DISTRICT'S  LOW 
DROPOUT  RATE  AND  HIGH  GRADUATION  SUCCESS. 
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LAPWAI  AND  MT.  HOME  ARE  NOT  THE  ONLY  AFFECTED  AREAS  IN  IDAHO. 
THERE  ARE  MANY  OTHER  SCHOOL  DISTRICTS  WHICH  DEPEND  ON  IMPACT  AID 
AS  A  SIGNIFICANT  PORTION  OF  THEIR  BUDGETS.   ALL  ACROSS  MY  STATE, 
IDAHO,  AND  THIS  NATION,  SCHOOLS  DEPEND  ON  THE  FEDERAL  GOVERNMENT 
DOING  ITS  PART,  PROVIDING  ASSISTANCE  TO  THE  DISTRICTS  THAT  ARE 
FEDERALLY  IMPACTED.   THESE  STUDENTS  DESERVE  THE  SAME 
OPPORTUNITIES  AS  STUDENTS  NOT  LIVING  IN  AREAS  IMPACTED  BY  THE 
FEDERAL  GOVERNMENT. 

MR.  CHAIRMAN,  AMONG  MY  TOP  PRIORITIES  IN  CONGRESS  HAVE  BEEN 
REDUCING  FEDERAL  SPENDING  AND  REQUIRING  CONGRESS  TO  BALANCE  THE 
BUDGET.   HOWEVER,  IT  IS  ESSENTIAL  THAT  CONGRESS  UNDERSTAND  THE 
FUNDAMENTAL  DIFFERENCE  BETWEEN  UNWARRANTED  SPENDING  PROGRAMS  AND 
IMPACT  AID.   IMPACT  AID  FUNDING  IS  NOT  JUST  GIVEN  TO  ANY  SCHOOL 
DISTRICT  —  RATHER,  IT  IS  GIVEN  TO  LOCAL  EDUCATIONAL  AGENCIES 
WHICH  ARE  DEMONSTRABLY  AFFECTED  BY  A  FEDERAL  PRESENCE.   IMPACT 
AID  IS  COMPENSATION  FOR  FEDERAL  USE,  NOT  ANOTHER  FEDERAL  GIVE- 
AWAY PROGRAM.   THIS  IS  AN  IMPORTANT  DISTINCTION. 

I  HAVE  ALWAYS  BEEN  A  STRONG  ADVOCATE  OF  STATE  FUNDING  FOR 
EDUCATION,  BUT  TO  THE  EXTENT  THAT  SUCH  FUNDING  IS  HAMPERED  BY 
FEDERAL  ACTIVITIES,  THE  FEDERAL  GOVERNMENT  MUST  COMPENSATE  SCHOOL 
DISTRICTS.   FAILURE  TO  FUND  IMPACT  AID  AT  THE  HIGHEST  LEVEL 
POSSIBLE  WOULD  BE  NOTHING  LESS  THAN  BREAKING  FAITH  WITH  THE 
AMERICAN  PEOPLE.   EQUALLY  IMPORTANT,  IT  WOULD  ENDANGER  THE  PROPER 
EDUCATION  OF  OUR  YOUTH. 

IT  IS  FOR  THESE  REASONS  I  URGE  THE  SUBCOMMITTEE  TO  CONTINUE  TO 
FULFILL  THE  FEDERAL  GOVERNMENT'S  OBLIGATION  TO  FEDERALLY  IMPACTED 
SCHOOL  DISTRICTS  FOR  BOTH  "A"  AND  "B"  STUDENTS. 

TRIO 

TRIO  PRE-COLLEGE  PROGRAMS,  INCLUDING  EDUCATIONAL  OPPORTUNITY 
CENTERS,  TALENT  SEARCH  AND  UPWARD  BOUND,  ARE  SUCCESSFUL  IN  IDAHO 
AND  NEED  ADEQUATE  FUNDING.   ONLY  A  SMALL  PORTION  OF  THE  ELIGIBLE 
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POPULATION  IS  CURRENTLY  ABLE  TO  USE  THESE  PROGRAMS  AND  THE  SIZE 
OF  THAT  POPULATION  CONTINUES  TO  GROW,   AS  WE  LOOK  AT  WAYS  TO 
IMPROVE  OUR  WORK  FORCE,  AND  ADULTS  SEEK  EDUCATION  AND  RE-TRAINING 
OPPORTUNITIES,  ADEQUATE  FUNDING  FOR  THESE  PROVEN  PROGRAMS  SHOULD 
BE  CONSIDERED. 

THE  QUESTION  OF  "WHO  IS  BENEFITTED  BY  THESE  PROGRAMS?"  IS  VERY 
IMPORTANT.   THERE  ARE  APPROXIMATELY  1,750  TRIO  PROJECTS  OPERATING 
ACROSS  THE  NATION  IN  OVER  1000  HIGHER  EDUCATION  INSTITUTIONS  AND 
100  COMMUNITY  AGENCIES.   IN  1994,  640,000  STUDENTS  WILL  BENEFIT 
BY  THESE  PROGRAMS.   THE  MAJORITY  OF  THESE  STUDENTS  ARE  TRYING  TO 
BREAK  OUT  OF  POVERTY;  THEY  COME  FROM  POOR  FAMILIES  WHERE  NEITHER 
PARENT  HAS  A  COLLEGE  DEGREE.   ALSO,  14,000  OF  THESE  STUDENTS  ARE 
DISABLED.   AS  YOU  CAN  SEE,  MR.  CHAIRMAN,  WITHOUT  THIS  ASSISTANCE, 
THE  STUDENTS  WHO  PARTICIPATE  IN  TRIO  WOULD  NOT  BE  ACHIEVING  THEIR 
GOALS  AND  DREAMS,  AND  IN  SOME  CASES  COULD  END  UP  RECEIVING 
WELFARE  ASSISTANCE,  RATHER  THAN  BEING  EMPOWERED  TO  TAKE  CONTROL 
OF  THEMSELVES. 

IN  IDAHO,  TRIO  PROGRAMS  EXIST  AT  ALL  OF  THE  MAJOR  FOUR-YEAR 
UNIVERSITIES  AND  ASSIST  A  NUMBER  OF  COLLEGE-BOUND  STUDENTS. 
THERE  ARE  11  TRIO  PROJECTS  COVERING  ALL  THREE  PROGRAMS  AND 
SERVICING  MORE  THAN  4,000  STUDENTS.   CONGRESS  ESTABLISHED  THESE 
PROGRAMS  TO  HELP  DISADVANTAGED  STUDENTS  ENTER  COLLEGE,  GRADUATE 
AND  MOVE  ON  TO  PARTICIPATE  MORE  FULLY  IN  AMERICA'S  ECONOMIC  AND 
SOCIAL  LIFE.   TRIO  PROGRAMS  HELP  DISADVANTAGED  STUDENTS  OVERCOME 
BARRIERS  TO  HIGHER  EDUCATION  BY  PROVIDING  INFORMATION, 
COUNSELING,  ACADEMIC  INSTRUCTION,  TUTORING,  ASSISTANCE  IN 
APPLYING  FOR  FINANCIAL  AID,  ENCOURAGEMENT  AND  SUPPORT.   THE  PRICE 
PAID  BY  THE  FEDERAL  GOVERNMENT  FOR  THESE  PROGRAMS  HAS  BEEN  A 
RELATIVELY  SMALL  ONE  AND  I  URGE  THE  SUBCOMMITTEE  TO  SUPPORT  THEM. 

VOCATIONAL  EDUCATION 

I  HAVE  LONG  BEEN  A  STRONG  SUPPORTER  OF  VOCATIONAL  EDUCATION.   THE 
PEOPLE  INVOLVED  WITH  VOCATIONAL  EDUCATION  IN  IDAHO  HAVE  DONE  AN 
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EXCELLENT  JOB  CREATING  EFFECTIVE,  WORTHWHILE  PROGRAMS.   GIVEN  THE 
NATURE  OF  THE  ECONOMY  IN  IDAHO,  VOCATIONAL  EDUCATION  IS  A  BIG 
PART  OF  SECONDARY  AND  POST-SECONDARY  EDUCATION  PROGRAMS.   AS  A 
MAJOR  PART  OF  OUR  EDUCATION  SYSTEM,  VOCATIONAL  EDUCATION  IS  MORE 
THAN  JUST  JOB  PREPARATION;  IT  PROVIDES  OUR  STUDENTS  WITH  A 
PRACTICAL  ALTERNATIVE  TO  THE  PATH  OF  HIGHER  EDUCATION. 
THEREFORE,  I  WOULD  URGE  THE  COMMITTEE  TO  CONSIDER  VOCATIONAL 
EDUCATION  A  PRIORITY  PROGRAM  FOR  FISCAL  YEAR  1994  FUNDING. 

MR.  CHAIRMAN,  I  WOULD  ALSO  LIKE  TO  HIGHLIGHT  A  VOCATIONAL 
EDUCATION  PROGRAM  THAT  CONTINUES  TO  BE  AT  RISK  FOR  DE-FUNDING: 
TITLE  III,  PART  B  OF  THE  CARL  D.  PERKINS  VOCATIONAL  AND  APPLIED 
TECHNOLOGY  EDUCATION  ACT,  WHICH  COVERS  CONSUMER  AND  HOMEMAKING 
EDUCATION.   THESE  PROGRAMS  HELP  REDUCE  THE  NEED  FOR  MORE  COSTLY 
REMEDIAL  PROGRAMS  BY  REDUCING  STUDENT  DROPOUT  RATES.   ACCORDING 

TO  MY  CONSTITUENTS,  THIS  PROGRAM  HAS  HAD  A  NUMBER  OF  BENEFITS. 
STUDENTS  HAVE  ENHANCED  THEIR  QUALITY  OF  LIFE  THROUGH  A  BETTER 
UNDERSTANDING  GAINED  IN  NUTRITION,  HEALTHY  LIFESTYLES,  AND  MONEY 
MANAGEMENT.   THERE  IS  A  NEED  FOR  THIS  KIND  OF  INSTRUCTION,  AND  IT 
HAS  BENEFITTED  STUDENTS  IN  BOTH  THEIR  HOME  AND  WORK  ENVIRONMENTS. 
IT  IS  AN  INVESTMENT  IN  EDUCATION  AND  IN  FAMILIES.   THEREFORE, 
WHILE  I  REALIZE  THE  BUDGET  DIFFICULTIES  BEING  FACED  THIS  YEAR,  I 
HOPE  THAT  THE  COMMITTEE  WILL  SEE  THE  GREAT  BENEFITS  OF  THIS 
PROGRAM  AND  CONSIDER  IT  FOR  ADEQUATE  FUNDING. 
SCHOOL  LUNCH 

THE  NATIONAL  SCHOOL  LUNCH  PROGRAM  HAS  SUSTAINED  GREAT  LOSSES  DUE 
TO  THE  DECREASE  IN  THE  BONUS  COMMODITIES  PROGRAM  AND  A  GENERAL 
RISE  IN  COSTS.   I  REQUEST  THAT  YOU  CAREFULLY  CONSIDER  THE 
IMPORTANCE  OF  THIS  PROGRAM,  AS  WELL,  AND  SUPPORT  A  REASONABLE 
BUDGET  APPROPRIATION  TO  MAINTAIN  IT.   THE  SCHOOL  LUNCH  PROGRAM  IS 
IMPORTANT  NOT  ONLY  TO  THE  NEEDY,  BUT  TO  ALL  CHILDREN. 

NATIONAL  YOUTH  SPORTS  PROGRAM  (NYSP) 

THE  NATIONAL  YOUTH  SPORTS  PROGRAM  (NYSP)  IS  ANOTHER  PROGRAM  THAT 
DESERVES  ADEQUATE  FUNDING  DURING  FY  95.   IN  IDAHO,  LEWIS-CLARK 
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STATE  COLLEGE  (LCSC)  AND  WASHINGTON  STATE  UNIVERSITY  BOTH  RUN 
OUTSTANDING  YOUTH  SPORTS  PROGRAMS  THAT  BENEFIT  IDAHO  CHILDREN. 

FOR  THE  LAST  20  YEARS,  HUNDREDS  OF  ECONOMICALLY  DISADVANTAGED 
CHILDREN  HAVE  BEEN  GIVEN  THE  OPPORTUNITY  TO  COME  TO  THE  LCSC 
CAMPUS  IN  THE  SUMMER  AND  PARTICIPATE  IN  SPORTING  EVENTS,  RECEIVE 
NUTRITIOUS  MEALS,  LEARN  ABOUT  THE  DANGERS  OF  DRUGS,  GET  A  HEAD 
START  ON  EDUCATIONAL  AND  CAREER  OPPORTUNITIES,  AND  MAKE  LIFETIME 
FRIENDS.   THIS  IS  AN  INVALUABLE  COMMUNITY  SERVICE  PROVIDED  BY 
LCSC  AND  ITS  ATHLETIC  AND  ACTIVITIES  DIRECTORS,  GARY  PICONE  AND 
GEORGE  PFEIFER. 

BECAUSE  OF  FUNDING  CUTS  LAST  YEAR,  LCSC  COULD  NO  LONGER  CONTINUE 
RUNNING  ITS  WINTER  PROGRAM  WHICH  SERVED  AN  AVERAGE  DAILY 
ATTENDANCE  OVER  200.   IT  IS  CRUCIAL  THAT  WE  MAINTAIN  FUNDING  FOR 
NYSP  SO  THAT  FURTHER  LOSSES  ARE  DO  NOT  OCCUR. 

MR.  CHAIRMAN,  I  HAVE  VISITED  THE  NYSP  PROGRAM  AT  LEWIS-CLARK 
STATE  COLLEGE  A  NUMBER  OF  TIMES.   EACH  YEAR,  THE  NUMBERS  GROW, 
THE  ENTHUSIASM  GROWS,  AND  I  HAVE  SEEN  FIRSTHAND  THE  GREAT 
BENEFITS  OF  THIS  PROGRAM. 

NATIONWIDE,  THE  NYSP  PROVIDES  A  UNIQUE  OPPORTUNITY  FOR  ALMOST 
67,000  ECONOMICALLY  DISADVANTAGED  YOUNGSTERS  TO  BE  EXPOSED  TO  A 
COLLEGE  ENVIRONMENT  AND  RECEIVE  A  VARIETY  OF  IMPORTANT  SERVICES 
AND  OPPORTUNITIES  EACH  YEAR,  SIMILAR  TO  THOSE  AT  LCSC.   THIS 
NUMBER  HAS  DECREASED  DURING  THE  LAST  YEAR  BECAUSE  BUDGET  CUTS 
HAVE  RESULTED  IN  PROGRAM  CUTS.   AGAIN,  AS  A  PRINCIPAL  SUPPORTER 
OF  THE  BALANCED  BUDGET  AMENDMENT,  I  ACCEPT  THAT  HARD  DECISIONS 
NEED  TO  BE  MADE.   HOWEVER,  NYSP  IS  A  VERY  COST  EFFECTIVE  PROGRAM 
WITH  A  PROVEN  RECORD  AND  I  HOPE  YOU  WILL  REGARD  IT  AS  A  PRIORITY 
FOR  FUNDING  BEFORE  SIMILAR  NEW  PROGRAMS  THAT  MAY  BE  CONSIDERED. 
THE  NYSP,  WHICH  IS  FUNDED  AS  A  COMMUNITY  SERVICES  BLOCK  GRANT 
PROGRAM,  IS  A  JOINT  EFFORT  OF  THE  FEDERAL  GOVERNMENT,  170 
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COLLEGES  AND  UNIVERSITIES,  AND  THE  NATIONAL  COLLEGIATE  ATHLETIC 
ASSOCIATION.   BECAUSE  THE  NYSP  GENERATES  ABOUT  TWICE  THE  AMOUNT 
OF  THE  FEDERAL  APPROPRIATION  FROM  STATE,  LOCAL  AND  PRIVATE 
SOURCES,  IT  IS  A  VERY  COST-EFFECTIVE  USE  OF  FEDERAL  FUNDS. 
AGAIN,  THE  NYSP  IS  A  LOW-COST/HIGH  YIELD  PROGRAM  WITH  A  2 6 -YEAR 
RECORD  OF  SUCCESS. 

NATIONAL  WRITING  PROJECT 

THE  NATIONAL  WRITING  PROJECT  IS  ANOTHER  LOW-COST,  HIGH-YIELD 
PROGRAM.   OVER  THE  PAST  FEW  YEARS,  THIS  PROGRAM  HAS  RECEIVED 
APPROXIMATELY  THREE  MILLION  DOLLARS  PER  YEAR  FROM  THE  FEDERAL 
GOVERNMENT,  RECEIVING  FIVE  TIMES  THAT  AMOUNT  FROM  STATE  AND 
PRIVATE  SOURCES.   AS  WE  WORK  TOWARD  IMPROVING  OUR  EDUCATION 
SYSTEM,  PROGRAMS  LIKE  THE  NATIONAL  WRITING  PROJECT  THAT  ARE 
PROVEN  CAN  HELP  US  MEET  OUR  EDUCATION  GOALS  FOR  THE  YEAR  2000. 
AS  YOU  KNOW,  THIS  PROGRAM  IMPROVES  STUDENT  WRITING  ABILITIES  BY 
IMPROVING  THE  TEACHING  AND  LEARNING  OF  WRITING.   SUCCESS  IN 
SCHOOL  AND  IN  PROFESSIONAL  LIFE  IS  LINKED  VERY  TIGHTLY  TO  OUR 
ABILITY  TO  READ  AND  TO  WRITE.   THIS  PROGRAM  HAS  SUCCEEDED  IN 
IMPROVING  NOT  ONLY  STUDENT  WRITING  SKILLS,  BUT  HAS  ALSO  IMPROVED 
TEACHING  SKILLS,  MAKING  INSTRUCTORS  MORE  EFFECTIVE. 

MR.  CHAIRMAN  AND  MEMBERS  OF  THE  SUBCOMMITTEE,  I  HOPE  YOU  WILL 
CONSIDER  THESE  COMMENTS  AS  YOU  MAKE  IMPORTANT  CHOICES  AMONG 
NATIONAL  PRIORITIES,  AND  I  THANK  YOU  FOR  YOUR  TIME. 
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STATEMENT  OF  SENATOR  J.  JAMES  EXON 

Thank  you  for  giving  me  the  opportunity  to  submit  my  comments  for 
the  record . 

One  of  my  main  concerns  continues  to  be  Impact  Aid.   As  you  know, 
Mr.  Chairman,  the  Impact  Aid  program  is  in  the  midst  of  being 
reauthorized  as  a  part  of  the  Elementary  and  Secondary  Education 
Act.   The  Administration's  proposal  to  once  again  eliminate 
funding  for  the  "B"  students  simply  does  not  make  sense  at  this 
time.   I  cun  hopeful  that  the  appropriations  committee  will  await 
the  actions  of  the  authorizing  committee  and  not  eliminate  the 
"B"  program  through  the  appropriations  process. 

I  am  pleased  that  the  Administration  is  recommending  such  a  large 
increase  for  the  "A"  students.   This  is  a  program  that  you  well 
know  has  been  underfunded  for  far  too  long. 

I  want  to  add  my  support  for  the  Pell  Grant  program  and  the 
increase  in  the  maximum  award  for  fiscal  year  1995.   I  continue 
to  be  very  supportive  of  the  Federal  Work  Study  program  and  the 
Supplemental  Educational  Opportunity  Grants.   Providing 
incentives  for  students  to  attend  college  is  very  important  and 
should  be  encouraged  at  many  different  levels. 

Other  education  programs  that  I  believe  do  a  fine  job  are  the 
TRIO  programs.   TRIO  programs  have  a  long  history  of  success  in 
encouraging  disadvantaged  students  to  attend  and  complete 
college.   Given  the  extreme  poverty  that  many  of  our  nation's 
children  face  and  our  efforts  to  get  them  off  the  streets  and  off 
welfare,  TRIO  is  a  small  price  to  pay. 

Rural  health  programs  continue  to  need  our  support  now  more  than 
ever.   Medical  schools  are  making  stronger  commitments  to  educate 
primary  care  physicians.   Without  some  of  the  rural  health 
programs  in  place,  these  new  primary  care  physicians  will 
continue  to  choose  larger  communities  to  practice  upon 
graduation.   I  know  that  as  the  Chairman  of  the  Rural  Health 
Caucus,  you  are  very  much  aware  of  the  success  these  programs 
have  had  in  providing  medical  care  to  America's  rural  citizens. 

Mr.  Chairman,  as  always,  I  am  very  much  appreciative  of  the 
difficult  decisions  you  are  faced  with.   I  am  confident  that  you 
will  make  the  best  decisions  possible  given  our  limited  federal 
dollars. 


STATEMENT  OF  HOWARD  K  AMMERMAN 

At  the  outset  I  wish  to  express  my  appreciation  for  the  opportunity  to  present  my  views  in 
support  of  the  budget  request  for  fiscal  1995  of  the  United  States  Institute  of  Peacf.    These  views  are 
expressed  as  those  of  an  interested  citizen.    Wiiile  my  background  is  in  economics,  a  careful, 
comprehensive,  well  thought  out  approach  to  peace,  in  this  context  at  the  international  level,  should 
draw  on  a  number  of  academic  disciplines.    At  the  same  time  as  Confucius  put  it'There  will  be  no 
peace  until  the  individual  wants  it,  seeks  it,  and  works  for  it". 

I  supported  the  National  Peace  Academy  Campaign  in  its  successful  efforts  to  secure  passage  of 
the  law  creating  the  United  States  Institute  of  Peace,  attended  the  initial  Board  of  Directors  meeting  of 
the  new  organization  in  February  1986,  and  have  followed  the  progress  of  the  Institute  since  that  time. 

The  total  appropriations  for  the  United  States  Institute  of  Peace  (USIP)  during  its  life  plus  its 
rc(|uested  $12,307,000  for  Fiscal  Year  1995  amounts  to  $76.9  million.    When  one  compares  this,  for 
example,  with  a  half  billion  dollars  for  one  bomber  both  figures  and  their  relative  amounts  tell  a  story. 
It  seems  to  me  this  story  is  not  one  with  which  we  can  or  should  dare  to  be  comfortable. 

The  USIP  has  been  very  modest,  too  much  so  in  my  opinion,  in  its  requests  for  funds.   It 
supports  its  requested  increase  to  $12,307,000  for  FY  95  over  its  appropriations  received  of  10,912,000 
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for  liotli  '93  iind  '94  as  follows:    1)  Post  Cold  Wnr  conflicts  create  a  need  for  and  provide  opportunities 
for  further  institute  contributions  to  the  security  interests  of  the  United  Stales  and  to  international 
efforts  to  advance  the  cause  of  peace;  2)  A  growing  and  enhanced  Institute  capacity  to  deal  with 
international  challenges  helps  U.S.  policymakers,  other  key  audiences,  and  a  broader  public  understand 
and  respond  to  the  complexities  of  the  post  Cold  War;  and  3)  With  a  new  Institute  president  and  a 
subsequent  management  review  and  refinement  of  programs,  the  Institute  is  in  a  strengthened  position 
to  carry  out  its  mandate.    In  my  opinion,  an  increase  of  one  million  dollars  over  the  requested  amount 
would  be  only  a  small  step  in  the  right  direction.   The  Institute  could  quickly  deepen  its  research 
program  through  grants.    I  am  acutely  aware  of  present  overall  budget  stringencies  but  even  in  the  face 
of  such  limitations  there  are  good  bases  for  individual  exceptions. 

Now  let  us  consider  the  matter  of  peacemaking  in  a  larger  context.   In  August  1945,  within  days 
after  the  two  atomic  bombs  were  dropped  on  Japan,  four  physicists  addressed  a  letter  to  the  then 
Secretary  of  War,  Henry  L  Stimson.    As  key  scientists  in  the  construction  of  these  bombs  they  were 
responding  lo  a  request  for  certain  detailed  technical  recommendatiems.    But  after  doing  this  they  felt 
constrained  to  comment  concerning  broad  general  conclusions  with  implications  for  national  policies. 
They  expressed  their  opinion  that  weapons  quantitatively  and  qualitatively  far  more  effective  than 
available  at  that  time  would  result  from  future  efforts.   Second,  that  in  their  opinion  no  military 
counter  measures  would  be  found  to  which  would  be  adequately  effective  in  preventing  the  delivery  of 
atomic  weapons.   Third,  they  were  not  only  unable  to  outline  a  program  that  would  ensure  lo  the 
United  Slates  for  the  next  decades  hegemony  in  the  field  of  atomic  weapons  but  unable  to  foresee  that 
even  if  sucli  hegemony  were  achieved  it  could  protect  tlie  U.S.  from  the  most  Irrrible  destruction. 
Lastly,  the  anticipated  natural  element  of  national  policy  of  developing  more  effective  atomic  weapons 
in  the  future  would  be  unlikely  to  contribute  essentially  or  permanently  to  the  prevention  of  war.   They 
believed  that  the  safety  of  the  U.S.,  as  opposed  to  its  ability  to  inflict  damage  on  an  enemy  power, 
could  not  be  wholly  or  even  primarily  in  its  scientific  or  technical  prowess.   Our  future  safety  could  be 
based  only  on  making  future  wars  impossible.   This  was  the  crux  of  their  ending  senlence-"lt  is  our 
uiiaiiimous  and  urgent  recommendation  to  you,  that,  despite  the  present  incomplete  exploitation  of 
technical  possibilities  in  this  field,  all  steps  be  taken,  all  necessary  international  arrangements  be  made 
to  this  end...". 

Now,  almost  50  years  later,  and  with  the  long-since  developed  hydrogen  bomb,  how  much 
progress  have  we  made  in  reacting  to  the  recommendations  of  these  four  physicists?    A  few  years  ago 
Norman  Cousins  had  this  to  say,  "The  number  one  problem  of  our  limes  is  the  real  possibility  of 
nuclear  annihilation;  the  number  two  problem  is  that  our  best  minds  are  not  focusing  upon  the  number 
one  problem."   The  nature  of  the  nuclear  threat  is  probably  different  from  what  it  was  during  the  Cold 
War.    1  lowever,  the  threat  still  exists. 

For  some  and  perhaps  many,  although  it  is  hoped  a  lesser  number  than  at  one  lime,  the  idea  of 
working  directly  toward  peace  in  international  relations  makes  them  uncomfortable.    Of  course 
everyone  is  for  peace!    But  doesn't  the  idea  of  direct  peacemaking  mean  a  "fuzzy  mindedness"  or 
"naive  idealism?"    Wouldn't  efforts  by  a  nation  to  work  directly  toward  peace  be  a  sign  of  "national 
weakness"  and  might  an  individual  citizen  working  toward  this  end  be  "disloyal"  to  his  country? 

The  Commission  on  Proposals  for  a  National  Academy  on  Peace  and  Conflict  Resolution  slated, 
"The  Commission  uses  "peace'  forthrightly  in  its  discussion.. .the  Commission  rejects  emphatically  any 
insinuation  that  peace-any  more  than  love,  church,  justice,  family  or  flag-is  soft  or  naive.    The 
Commission  believes  that  timorous  altitudes  toward  peace  do  not  advance  the  national  interest  or 
reflect  the  American  Character.   Peace  is  neither  Utopian  nor  a  sign  of  weakness  or  cowardice.    Peace 
is  not  simply  to  be  measured  by  an  absence  of  tension  or  a  quietude  of  complaint.    Peace  is  not  only  a 
desired  state;  it  is  a  process  that  is  vigorous.   The  Commission  finds  that  peace  is  a  legitimate  field  of 
learning  that  encompasses  rigorous  interdisciplinary  research,  education,  and  training  directed  toward 
peacemaking  expertise."    Isn't  it  possible  that  we  complex  and  diverse  creatures  have  more  in  common 
than  we  have  differences? 

The  contributions  of  the  physical  sciences  and  technologies  derived  therefrom  have  been  in 
large  measure  of  incalculable  benefit  to  humanity.    And  somewhere  within  this  context  the  medical 
sciences  should  be  included.    I  lowever,  in  my  opinion  we  have  become  overly  enchanted  with 
technology  and  may  be  expecting  things  from  it  that  are  beyond  its  inherent  nature  and  capability. 

Technology  today  in  the  fields  of  transportation  and  communication  is  drawing  us  closer 
together.    Also,  international  economic  interdependence  is  increasing.   These  can  be  beneficial  if  at  the 
same  time  we  can  further  develop  our  capacities  to  live  together  for  mutual  benefit -to  have  unity  in 
diversity.    But  such  capabilities  require  knowledge  and  wisdom  outside  the  areas  of  the  physical 
sciences. 

As  the  concept  of  "a  global  village"  becomes  more  and  more  a  reality,  technology  is  playing 
another  role.    The  weapons  of  war  are  becoming  more  and  more  fearful.    So  what  shall  it  be -learning 
to  live  at  peace  or  increasing  the  threat  of  destroying  what  we  seek  to  protect?    Personally  the  only 
"ultimate  weapon  I  can  envisage  is  one  with  which  we  destroy  ourselves. 
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During  Ihe  period  from  February  1986  lo  the  present  the  USIP  can  be  said  to  have  served  its 
|x;rl()d  of  apprenticeship.    And  with  the  relatively  small  sums  appropriated  it  may  be  said  to  fit  the 
concept  of  o|x;ralioi\s  at  a  kind  of  trial  or  start-up  level.    To  be  sure,  programs  of  research,  training, 
and  disseiniiiatioi)  ot  information  pertinent  to  peacemaking  can  be  done  at  much  less  cost  than 
developing  and  pioviding  some  of  our  most  sophislicateil  instruments  of  violence  but  do  we  expect 
sheer  miracles?    The  extent  of  our  funding  for  the  USIP  raises  questions  as  to  how  seriously  we  lake 
the  efforts  to  achieve  international  peace.    There  seems  to  be  a  very  limited  value  placed  on  what 
some  of  Ihe  t)est  minds  of  our  country,  and  others,  might  accomplish.    Isn't  there  a  contradiction  in 
directing  some  of  our  best  minds  toward  the  creation  of  ever  more  "efficient"  weapons  of  violence. 
Gm  we  do  less  than  give  our  best  efforts  to  achieve  more  effective  ways  lo  resolve  our  conflicts 
peacefully? 

Psychiatrist  Vamik  D.  Volkan  in  his  'The  Need  to  Have  Enemies  and  Allies"  sees  the  need  for 
enemies  as  the  embodiment  of  what  we  are  not  and  do  not  wish  to  become.    They  are  standards  by 
which  we  can  measure  our  own  "higher  level"  goals.    It  has  been  speculated  that  were  our  planet  to  be 
invaded  from  Mars  (for  example)  we  on  earth  would  quickly  put  aside  our  differences  lo  engage  in  a 
common  defense.    That  is,  would  have  acquired  a  common  enemy  and  would  be  reacting  accordingly. 
Bui  isn't  it  possible  that  we  on  earth  already  have  common  enemies?    After  all,  national  boundaries 
are  often  very  artificial  limits.    What  about  common  problems  of  the  environment,  greenhouse  effect, 
poverty,  and  hunger?   Can  these  be  said  to  constitute  common  enemies?   And  wouldn't  common 
efforts  lo  ameliorate  these  conditions  do  much  to  make  us  allies?    Without  succumbing  lo  self  conceit 
can  we  say  that  as  human  beings  we  have  plumbed  the  depths  of  our  combined  and  coordinated 
potentials?    Perhaps  it  is  possible  that  our  highest  levels  of  self  realization  and  fulfillment  may  lie  in 
greater  self-immersion  in  that  which  encourages  unity  in  diversity. 

A  common  approach  to  the  matter  of  peace  among  nations  includes  the,  shall  we  say,  "We"  and 
"They"  syndrome  and  this  makes  our  efforts  decidedly  limited.    In  Ihe  terminology  of  the  book  of  a  few 
years  ago,  "I'm  OK,  You're  OK"  it  is  so  easy  to  say  that  "we"  are  OK  and  even  easier  to  say  "they"  are 
not  OK  as  applied  to  nations.    Just  what  country  are  we  starting  with  as  being  OK  when  Ihe  other  is 
not?    At  a  particular  time  this  can  be  virtually  any  country,  can  it  not?    And  of  course,  if  they  are  not 
OK  we  can  do  little  about  it  except  to  arm  for  our  defense. 

Actually,  at  any  time  one  lime  can  it  be  said  that  aU  (on  an  individual  basis)  in  a  particular 
country  are  OK  even  if  a  predominance  may  be.    And  can  it  be  said  thai  all  in  the  "other"  country  are 
not  OK  even  if  most  are  not?   So  there  is  a  possibility  of  broadening  the  concept  of  whom  "we" 
includes.   Then  this  can  be  a  nucleus  with  whom  we  can  work.    In  this  shrinking  planet  communication 
between  the  "we's"  is  becoming  more  practicable.   The  work  of  Non  Governmental  Organizations 
(NGO's)  is  becoming  more  significant.   The  co-founders  of  the  International  Physicians  for  the 
Prevention  of  Nuclear  War  were  awarded  the  Nobel  Peace  Prize  in  1985.    With  members  in  more  than 
60  countries  its  co-founders  were  an  American  physician  and  a  Soviet  physician.    Second  track  or 
unofficial  diplomacy  which  is  becoming  more  widespread  is  a  quiet  way  of  clearing  up 
misunderstanding  and  building  bridges. 

But  there  will  always  be  the  Hitler's  and  Saddam  Hussein's  we  fear.   Such  individuals  don't  just 
rise  to  power  overnight.    "Always"  is  a  very  inclusive  term.    Returning  lo  the  idea  of  the  artificiality  of 
national  boundaries,  if  it  were  ever  possible  to  seal  such  borders  it  is  less  likely  today.    Perhaps  it  is 
more  logical  to  say  there  will  always  be  "potential"  I  litler's  and  Saddam  Hussein's.    So  the  challenge  is, 
and  hindsight  may  provide  helpful  limits,  to  prevent  the  rise  of  such  tyrants.    In  all  this  the  USIP  can 
play  a  crucial  role. 

In  conclusion,  isn't  there  an  element  of  escapism,  if  not  irresponsibility,  in  the  "always  has  been 
and  always  will  be"  generalizations?    Would  we  not  be  in  default  in  the  application  of  our  collective 
mental  capacities  if  we  take  this  view?    But  to  avoid  this  will  require  much  more  widespread  and 
intensive  efforts  on  our  part  than  we  have  made  in  the  past.    It  would  be  shortsighted  to  look  at  the 
dangers  and  difficulties  of  international  relations  today  without  also  recognizing  the  opportunities  for 
good.    With  God's  help  can  we  afford  any  less  than  a  concerted  intensified  effort  to  move  forward 
toward  world  peace?    An  let's  not  overlook  the  fact  that  Volkan's  book  included  the  need  for  allies  as 
well  as  enemies? 


STATEMENT  OF  THE  ALZHEIMER'S  ASSOCIATION 

My  name  is  Leonard  Berg  and  I  am  Chairperson  of  the  Alzheimer's  Association's 
Medical  and  Scientific  Advisory  Board. 

The  Alzheimer's  Association  is  the  only  national  voluntary  health  organization 
dedicated  to  research  to  find  effective  treatments,  prevention,  and  eventually  a  cure  for 
Alzheimer's  disease.  Our  mission  is  also  to  support  the  four  million  Americans  and  their 
families  w/ho  are  living  with  this  devastating  illness,  and  to  advocate  for  the  health  care 
and  long  term  care  that  will  give  them  basic  health  security. 
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First  and  foremost,  we  want  to  thank  you  and  your  colleagues  for  your  leadership. 
Your  tireless  support,  together  with  our  own  commitment  of  over  $30  million  in  private 
funds,  has  helped  push  back  the  frontiers  of  medical  knowledge  about  this  disease,  and 
has  opened  the  door  to  sorely-needed  treatment  and  family  services. 

Mr.  Chairman,  at  a  time  when  the  public  spotlight  is  on  health  care  reform,  it  is 
important  to  stress  that  the  goals  of  disease  prevention  and  cost  containment  can  only 
be  achieved  if  researchers  find  answers  to  critical  and  costly  public  health  problems  like 
Alzheimer's  disease.  Over  4  million  Americans  have  the  disease  now;  over  19  million 
adults  have  a  relative  with  the  disease.  Because  the  prevalence  of  Alzheimer's 
increases  with  age  and  because  people  in  this  country  are  living  longer,  as  many  as  14 
million  will  fall  victim  to  Alzheimer's  by  the  middle  of  the  next  century  unless  science 
finds  answers  very  soon. 

Each  year,  at  present,  Alzheimer's  disease  costs  society  nearly  $100  billion.  And 
since  neither  public  programs  nor  private  insurance  offer  much  protection,  most  of  that 
cost  is  borne  by  families  and  loved  ones.  Consider  the  national  impact  of  tripling  that 
cost  in  the  next  40  to  50  years. 

But  there  is  reason  to  hope.  The  public  and  private  partnership  I  alluded  to  has 
helped  create  an  infrastructure  of  academic  research  centers  and  individual  investigators 
that  have  built  a  solid  base  of  knowledge  about  the  disease  and  have  brought  us  to  the 
edge  of  important  discoveries. 

Risk  factors,  the  keys  to  causes,  are  better  understood.  New  clues  are  being 
uncovered  about  the  origins  of  abnormalities  in  Alzheimer  brain  tissue.  Recent  important 
results  from  genetic  research  include  the  findings  of  abnormal  genes  in  young-onset 
Alzheimer  families,  and  clues  to  how  those  abnormal  genes  cause  damage  to  nerve  cells 
in  the  brain. 

Most  recently,  a  research  team  at  Duke  University  identified  the  first  genetic  risk 
factor  for  late-onset  Alzheimer's,  the  form  of  the  disease  that  begins  after  age  65  and 
makes  up  more  than  three-fourths  of  all  cases.  The  risk  factor  is  the  gene  called  ApoE4. 
People  who  inherit  two  copies  of  ApoE4  have  a  risk  of  developing  the  disease  more  than 
8  times  greater  than  that  of  people  with  no  copies  of  the  gene. 

Mr.  Chairman,  we  are  excited  because  these  findings  hold  enormous  potential 
for  reducing  human  suffering  and  saving  billions  in  health  care  costs. 

If  we  are  able  to  pinpoint  the  mechanisms  of  the  risk  factors,  we  will  learn  how  to 
protect  nerve  cells  and  thus  delay  the  onset  of  symptoms.  If  we  were  able  to  delay  the 
disease  for  only  5  years,  we  would  reduce  the  number  of  persons  with  Alzheimer's  by 
half  and  cut  the  nation's  health  and  long  term  care  costs  by  as  much  as  $60  billion. 

As  a  direct  result  of  past  investments  made  by  this  Subcommittee,  the  first  drug 
approved  for  the  treatment  of  Alzheimer's  is  now  available.  It  helps  only  a  minority  of 
persons  who  try  it,  and  only  to  a  modest  degree.  But  this  signals  a  new  and  important 
chapter  in  our  struggle  to  find  effective  treatments.  Some  important  advances  are  also 
being  made  to  find  effective  non-drug  treatments,  as  simple  as  environmental  changes 
and  new  communication  techniques  that  help  patients  maintain  function  and  improve  the 
overall  quality  of  life. 

In  addition  to  research,  I  am  especially  pleased  to  report  that  a  program  this 
Subcommittee  helped  to  launch  is  already  beginning  to  help  address  the  needs  of 
caregivers  in  selected  sites  throughout  the  country.  The  Alzheimer  Demonstration  Grant 
Program,  administered  by  the  Health  Resources  and  Services  Administration,  provides 
small  matching  grants,  between  $150,000  and  $600,000,  to  help  States  better  coordinate 
services  to  persons  with  Alzheimer's  and  their  caregivers.  The  program  helps  provide 
family  caregivers  the  respite  services  they  so  desperately  need.  The  program  also 
provides  information  and  support  to  families,  subsidizes  some  of  their  care,  and  recruits 
and  trains  home  aides.  States  recognize  the  importance  of  such  initiatives,  especially 
as  they  begin  to  plan  for  the  type  of  home  and  community  based  care  the  President  has 
proposed  in  his  Health  Security  Act.  At  least  40  States  have  applied  to  participate  in  this 
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matching  grant  program.  Unfortunately,  past  appropriations  have  not  been  able  to  keep 
pace  with  the  need  Thus  far,  only  13  States,  the  District  of  Columbia,  and  Puerto  Rico 
have  received  grant  awards. 

RECOMMENDATIONS: 

In  spite  of  all  your  efforts,  Alzheimer's  research  remains  grossly  under-funded. 
This  year,  the  National  Institutes  of  Health  will  devote  approximately  $305  million  to 
Alzheimer-related  research,  or  about  one  dollar  for  every  $330  the  disease  is  draining 
from  our  nation's  economy.  Even  though  this  disease  carries  tremendous  social  and 
economic  costs,  research  on  Alzheimer's  still  lags  far  behind  the  federal  investment  in 
other  major  diseases,  such  as  cancer,  heart  disease,  and  AIDS. 

Our  goal  for  research  funding  is  $550  million.  We  recognize,  however,  that  you 
face  very  strict  fiscal  constraints  this  year.  In  order  to  maintain  research  momentum  and 
capitalize  on  the  most  recent  finding  with  respect  to  ApoE,  we  urge  you  to  provide  an 
additional  $30  million  in  fiscal  year  1995.  These  funds  would  enable  researchers  to 
focus  immediately  on  a  line  of  scientific  investigation  that  holds  great  promise  for  slowing 
or  perhaps  even  stopping  the  Alzheimer  epidemic. 

And  to  help  address  the  desperate  needs  of  family  caregivers,  we  are  asking  for 
continued  funding  for  the  Alzheimer  state  demonstration  grant  program  administered  by 
HRSA.  We  urge  you  to  expand  that  program  to  $7.5  million,  so  as  to  permit  more  States 
to  meet  the  needs  of  persons  with  Alzheimer's  and  their  families. 

Again,  Mr.  Chairman,  let  me  thank  you  for  your  support.  I  would  be  glad  to 
answer  any  questions  you  may  have. 


STATEMENT  OF  THE  AMALGAMATED  CLOTHING  AND  TEXTILE 

WORKERS  UNION 

On  behalf  of  ACTWU  President  Jack  Sheinkman,  we  welcome  the 
opportunity  to  review  the  adequacy  of  our  nation's  efforts  in  the 
area  of  worker  safety  and  health. 

Today,  our  country  is  considering  some  of  the  fundamental  aspects 
of  our  economic  future  --  including  health  care,  welfare  reform 
and  violence.  Unfortunately,  the  health  and  welfare  of  American 
workers  is  increasingly  at  risk  from  the  daily  assault  of  hazards 
on  the  job. 

In  some  ways,  we  have  made  distinct  progress  since  the  OSHAct  was 
passed  in  1970.  We  have  learned  that  both  new  standards  and 
strict  enforcement  are  critical  to  the  prevention  of  on-the-job 
injuries  and  illnesses.  But  with  six  million  workplaces  under 
OSHA's  jurisdiction,  workers  can  expect  to  see  inspectors  only 
once  in  decades. 

The  toll  of  worker  injuries  and  illnesses  is  growing  rapidly. 
Because  of  employer  underreporting,  we  do  not  accept  the  accuracy 
of  the  data  compiled  from  employers  by  the  Bureau  of  Labor 
Statistics.  Nontheless,  the  BLS  reports  that  the  in  1992  rates  of 
on-the-job  injuries  and  illnesses  continued  their  steady  climb  to 
8.9  per  100  workers  --  or  almost  1  in  11.  This  is  the  highest 
rate  reported  by  BLS  since  1979,  and  culminates  an  almost 
uninterrupted  climb  in  injury/illness  rates  since  1983. 

With  nearly  6  1/2  million  injuries,  and  almost  3  million  of  these 
disabling  injuries,  the  failure  of  our  past  approaches  to 
workplace  safety  is  pathetically  apparent.  According  to  recent 
data  compiled  by  the  Rand  Institute,  these  and  similar  injuries 
are  costing  employers,  workers  and  their  families,  and  the 
taxpayers  over  $80  billion  per  year. 

Worse,  the  most  recent  rise  in  reported  injuries  is  occurring  not 
in  the  traditional  "high-risk"  sectors  like  construction. 
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manufacturing  or  transportation,  but  in  the  services  sector  whose 
rate  of  total  injuries  and  illnesses  is  almost  as  high  as  mining. 

We  also  face  many  major  obstacles  in  the  prevention  of  work- 
related  diseases,  including  the  overall  failure  to  conduct  health 
research  on  toxic  chemicals  and  the  lack  of  standards  on  many 
widespread  health  hazards,  including  ergonomics,  AIDS  and  TB. 

In  sum,  it  is  evident  that  much  more  must  be  done  to  assure  all 
of  us  that  employers  are  taking  all  reasonable  measures  to 
protect  the  health  and  safety  of  workers. 

OSHA,  frankly,  is  overwhelmed.  It  has  vast  and  e.xpanding  areas  of 
responsibility  -  much  more  so  than  many  other  regulatory  agencies 
concerned  with  safety  and  health  issues.   And  now  OSHA  even  has 
to  teach  the  Me.xican  government  the  meaning  of  the  words  health 
and  safety 

Over  the  past  decade,  OSHA's  budget  has  completely  failed  to  keep 
pace  with  these  new  demands.  At  less  than  $300  million,  OSHA's 
budget  in  FY  1994  --  after  adjusting  for  inflation,  is  worth  nine 
per  cent  less  than  its  actual  budget  in  1980.  It  has  nearly 
twenty  per  cent  fewer  staff  now  than  it  had  in  1980.  These 
dramatic  cuts  in  OSHA's  funding  and  staff  represent  the  blatant 
hostility  exhibited  by  the  Reagan  and  Bush  administrations  to 
OSHA's  mission. 

Budgets  for  Comparable  Agencies 

These  conditions  would  render  any  agency  incapable  of  fulfilling 
its  Congressional  mandate  --  not  to  mention  an  agency  whose 
mandate  has  expanded  so  quickly.  Indeed  there  are  several 
comparable  agencies  whose  budgets  far  exceed  OSHA's,  even  on  a 
per  capita  basis: 

FY  1993  Budget         Spending  per  citizen 
7, 000  million  $28 

1, 100  million  $  4.40 

440  million  $  1.96 

290  million  $  1.16 

Given  the  magnitude  of  the  human  and  economic  costs  of  workplace 
injury  and  disability,  it  is  essential  that  the  long-term 
withholding  of  funding  and  staff  for  OSHA  be  redressed  as  soon  as 
possible . 

"Reinventing  OSHA" 

Whatever  remedies  are  available  for  OSHA's  fiscal  problems,  it  is 
clear  that  both  the  public  and  private  resources  devoted  to 
worker  safety  and  health  must  operate  more  efficiently.  Many 
employers  today  simply  do  not  know  how  to  establish  an  effective 
safety  and  health  program  for  their  workplaces,  much  less  how  to 
listen  to  and  involve  their  own  workers. 

But  OSHA  does  not  have  the  tools  it  needs  to  help  employers  who 
are  already  trying,  or  to  strongly  encourage  resistant  employers 
to  do  likewise.  OSHA  can  develop  an  effective  partnership  with 
employers  and  workers  only  if  it  is  able  to  provide  practical 
guidance  and  assistance  to  employers  which  uses  investments  for 
both  safety  and  productivity  to  promote  worker  safety  and  health. 

OSHA  needs  to  redirect  its  current  "consultation"  program  to 
provide  not  just  the  existing  "on-site  services",  but  also  much 
more  aggressive  and  targeted  training  programs  which  reach  far 
beyond  individual  workplaces.  It  is  incredibly  inefficient  to 
provide  leadership  and  guidance  to  only  one  workplace  at  a  time. 
Given  the  resources,  OSHA  can  do  better. 


EPA 

$ 

Fish/Wildlife 

$ 

Food  Safety 

$ 

OSHA 

$ 
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More  standards,  enforcement  and  penalties,  Now! 
For  those  employers  who  would  resist  such  partnerships,  who 
continue  to  ignore  their  workers  demands  for  better  and  safer 
conditions,  OSHA  must  have  the  resources  to  conduct  effective 
enforcement.  Today,  the  funding  and  staff  are  simply  absent. 
There  are  simply  too  few  people  to  research  and  develop  the 
essential  standards.  The  situation  is  even  worse  when  it  comes  to 
enforcing  the  standards.  On  average,  workers  can  expect  to  see 
OSHA  in  their  workplace  only  once  every  40  or  50  years. 

In  addition,  the  penalties  collected  by  OSHA  are  still  well  below 
those  necessary  to  create  the  deterrent  effect  which  the  Congress 
initially  intended.  Unfortunately,  penalties  have  only  about 
doubled  --  to  about  $1,000  --  since  the  Congress  in  1990 
increased  maximum  penalties,  well  below  the  new  $7,000  maximum. 

Better  targeting,  though  better  knowledge 

One  of  OSHA's  ma^or  difficulties  in  "making  the  most"  of  its 
limited  resources  is  its  inability  to  pinpoint  the  worst 
workplaces.  The  BLS  surveys  of  worker  injuries  suffer  from  two 
serious  limitations,  in  terms  of  OSHA's  needs: 

1)  the  Survey  only  covers  a  sample  of  employers  in  high-risk 
industries,  and  omits  many  --  if  not  most  --  of  the 
employers  with  the  highest  rates  of  worker  injuries. 

2)  the  BLS  considers  the  employer  reports  for  this  survey  to 
be  confidential  information  (in  the  same  manner  that  the  BLS 
guards  the  confidentiality  of  all  other  BLS  surveys  of 
individual  establishments) . 

BLS  is  producing  a  new  Annual  Survey  to  provide  a  much  greater 
level  of  detail,  and  deserves  the  Committees  continued  support  as 
well.  Unfortunately,  it  will  still  fail  to  address  the  needs  of 
not  only  OSHA  but  also  employers  and  workers  for  the 
establishment- level  data. 

Last  year,  this  Committee  has  the  foresight  to  understand  this 
problem  and  request  that  the  Secretary  report  to  the  Committee  on 
the  adequacy  of  the  Labor  Department's  data  programs  for  worker 
injuries,  illnesses  and  hazardous  exposures.  Since  then,  the 
Secretary  has  apparently  authorized  OSHA  to  directly  undertake 
the  collection  of  the  most  important  information  —  the  number  of 
injuries  and  illnesses  at  specific  establishments.  Such  an 
initiative,  even  on  a  limited  scale,  would  greatly  enhance  OSHA's 
effectiveness,  and  deserves  the  Committee's  support  as  well. 

Worker  and  employer  empowerment  --  a  way  beyond  OSHA's  limits 
But  even  if  OSHA  were  to  increase  its  tiny  inspection  force  by  as 
much  as  10%  per  year,  that  would  make  only  a  small  dent  in  the 
frequency  of  inspections  at  the  hundreds  of  thousands  of  high- 
hazard  worksites.  This  nation  must  hold  employers  more 
accountable  for  the  safety  and  health  of  their  workers.  Likewise, 
we  must  assure  that  workers  are  given  the  opportunity  --  indeed, 
the  right  --  to  take  more  responsibility  for  their  own  safety. 

It  is  with  this  spirit  that  ACTWU,  the  AFL-CIO  and  a  multitude  of 
other  organizations  are  supporting  S.  575  --  the  OSHA  Reform 
bill.  The  centerpiece  of  this  legislation  is  the  mandate  to 
employers  and  workers  to  cooperate  in  a  forceful  program  to 
identify  workplace  hazards  and  see  to  it  that  those  hazards  are 
corrected.  The  bill  would  require  employers  to  provide  multiple, 
flexible  opportunities  for  involving  their  workers  in  such 
efforts,  including  --  for  the  first  time  in  history  --  the 
widespread  establishment  of  workplace  safety  programs  and  the 
institution  of  substantial  worker  training  efforts.  We  commend 
the  Senate  Committee  on  Labor  and  Human  Resources  for  approving 
this  legislation  in  the  last  Congress. 
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In  December,  Secretary  Reich  notified  Chairman  Kennedy  that  the 
Administration  strongly  supports  this  legislation: 

Your  bill  introduces  new  ways  to  "reinvent"  regulation  of 
workplace  health  and  safety  through  comprehensive  health  and 
safety  programs  and  joint  safety  and  health  committees. 
Empowering  workers  to  participate  in  safety  and  health 
activities  and  encouraging  employees  and  management  to 
cooperate  to  improve  the  places  in  which  they  work  will  save 
lives  and  tax  dollars,  and  will  make  government  regulation 
less  burdensome. 

We  fervently  hope  that  this  legislation  will  be  approved  by  the 
Congress  this  year.  It  will  necessarily  involve  a  major  expansion 
of  OSHA's  activities  for  several  years  to  come,  including  the 
issuance  of  new  regulations  on  both  these  and  other  initiatives. 

We  call  upon  the  Appropriations  Committee  to  provide  OSHA  —  as 
well  as  its  sister  agency  NIOSH  —  with  the  substantial 
additional  support  that  they  both  urgently  require  to  respond  to 
the  needs  describe  above,  as  well  as  to  this  new  mandate. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  ORTHOPAEDIC 

SURGEONS 

Thank  you  for  the  opportunity  to  present  the  Academy's  position  on  the  need  for  continued  and  expanded 
funding  for  research  on  the  musculoskeletal  system 

Millions  of  Americans  are  sufficiently  crippled  from  bone,  joint,  and  muscular  conditions  that  impair  their 
ability  to  perform  even  the  simplest  daily  activities  of  life.  The  economic  consequences  to  society  for 
conditions  such  as  osteoarthritis,  joint  replacements,  low  back  pain,  osteoporosis,  trauma  and  sports 
injuries  exceeds  $126  billion  each  year. 

The  establishment  of  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS), 
which  encompasses  numerous  and  diverse  diseases,  was  intended  to  support  a  focused  program  on  the 
most  debilitating  and  costly  diseases  afflicting  the  Nation's  health.  Many  of  which  last  a  lifetime  and 
afflict  people  of  all  ages. 

The  knowledge  gained  from  musculoskeletal  research  has  helped  to  restore  function  in  disabled  persons, 
and  has  enhanced  their  quality  of  life.  However,  additional  research  needs  to  be  directed  towards,  but 
not  limited  to: 

Osteoarthritis.  Researchers  have  made  important  progress  in  understanding  this  disease  which 
afflicts  over  30  million  Americans  and  is  the  most  common  form  of  arthritis.  This  disease 
primarily  affects  articular  cartilage,  the  tissue  that  covers  and  cushions  the  ends  of  bone  and 
allows  for  smooth  pain-free  motion  of  the  joints  Fraying,  wearing  and  ulceration  of  this  tissue 
due  to  osteoarthritis  results  in  pain,  deformity  and  restricts  mobility.  Those  seriously  afflicted  are 
often  unable  to  continue  as  productive  members  of  society,  making  them  dependent  on  their 
families  or  society  as  a  whole. 

Researchers  have  developed  specific  genetic  probes  to  examine  the  sequential  events  leading 
to  osteoarthritis.  The  investigators  have  been  able  to  assess  the  role  of  specific  enzymes  that 
break  down  proteoglycans  and  collagen,  the  major  proteins  of  cartilage  Also,  application  of 
state  of  the  art  molecular  biologic  technology  has  introduced  promising  research  to  improve 
treatment  of  osteoarthritis.  This  includes  experiments  to  repair  osfeoarthritic  lesions  with 
transplanted  cultured  cartilage  cells  and  animal  research  demonstrating  chondrocytes'  ability  to 
mend  cartilage  tissue. 

In  order  to  maintain  this  exciting  and  rewarding  research  momentum,  current  research  needs 
include  exploring  the  reparative  potential  of  using  primitive  stem  cells  in  conjunction  with 
engineered  collagen  matrix  to  repair  damaged  or  diseased  cartilage;  and  exploring  the  biological 
and  mechanical  factors  that  influence  the  progression  of  osteoarthritis. 

To  address  new  research  horizons  in  osteoarthritis,  the  Academy  and  the  NIAMS  will  cosponsor 
a  workshop,  bringing  together  leading  international  experts  to  discuss  the  state-of-knowledge  and 
future  directions  in  this  area. 
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Total  Joint  Replacement.  Joint  replacement  surgery  tias  become  a  successful  treatment  for 
joints  damaged  by  diseases  such  as  osteoarttiritis,  rheumatoid  arthritis,  as  well  as  those 
damaged  by  injury.  According  to  the  1991  National  Hospital  Discharge  Survey  conducted  by  the 
National  Center  for  Health  Statistics,  more  than  291,000  joint  replacement  procedures  were 
performed  in  US  hospitals  in  1991.  Total  hip  replacement  and  total  knee  replacement 
accounted  for  95%  of  the  joint  replacement  procedures  It  should  be  noted  that  approximately 
30%  of  the  joint  replacement  procedures  were  provided  to  patients  under  age  65  Currently, 
approximately  5  percent  of  Americans  have  one  of  their  joints  replaced  with  an  artificial  device 
and  almost  3  percent  of  those  over  65  years  of  age  have  a  hip  or  knee  replacement  at  the 
present  time. 

Before  the  era  of  joint  replacements,  these  individuals  would  have  been  doomed  to  lives  of 
crippling  pain  and  complete  dependence.  Successful  joint  replacement  translates  into  retained 
independence  and  self-care  for  the  recipient 

There  have  been  numerous  recent  advances  in  this  area.  Nearly  one-third  of  the  knee  and  hip 
replacements  now  use  a  porous-coated  surface  rather  than  cement.  The  porous  surface  allows 
eventual  bonding  of  the  prosthesis  directly  to  the  bone;  thereby  reducing  the  risk  of  loosening 
of  the  prosthesis,  a  common  cause  of  failure  particularly  in  young  patients 

Despite  the  spectacular  success  of  joint  replacement  surgery,  a  major  concern  has  surfaced,  that 
of  wear  debris  and  the  sometimes  devastating  impact  on  the  host  bone.  Although  this  problem 
is  extensive  and  devastating  and  has  been  recognized  for  several  years,  basic  research  is 
almost  nonexistent  since  adequate  funding  has  not  been  made  available  to  address  this  most 
significant  question.  Further  research  is  needed  to  explore  better  implants  made  of  improved 
materials,  enhancing  existing  operative  procedures  and  to  develop  methodologies  for  achieving 
lasting  fixation  so  that  patients  who  do  require  replacement  surgery  will  not  have  to  undergo 
revision  surgery  in  the  future. 

A  Consensus  Conference  on  Total  Hip  Joint  Replacements  has  been  organized  and  planned  by 
the  NIH  for  the  fall  of  1994. 

Low  Back  Pain.  Low  back  pain  is  a  disabling  problem,  manifesting  itself  as  pain  in  the  back  and 
sometimes  legs.  Low  back  pain  is  associated  with  many  disorders  of  the  spine,  such  as  disc 
degeneration,  ruptured  discs,  pinched  nerves  and  muscle  strains.  The  prevalence  of  low  back 
pain  is  increasing  and  almost  overwhelming  Studies  indicate  that  up  to  80  percent  of  people 
experience  an  episode  of  low  back  pain  in  their  lifetimes. 

Low  back  pain  is  the  fifth  leading  cause  of  hospitalizations  and  the  second  leading  reason  for 
physicians'  visits  for  chronic  disorders.  The  direct  costs  in  terms  of  medical  care  and  disability 
payments  rose  from  $2.7  billion  in  1978  to  $13.4  billion  in  1988.  Indirect  costs  associated  with 
this  disorder,  including  those  related  to  lost  productivity  and  wages,  were  estimated  to  be  another 
$13  4  billion  in  1988.  Injuries  resulting  in  low  back  pain  occur  in  2.5  million  people  each  year. 
and  4  8  million  persons  are  disabled  because  of  this  disorder. 

A  major  societal  concern  is  the  increasing  cost  of  disability  payments  due  to  low  back  pain.  This 
problem  commonly  affects  adults  in  the  prime  of  their  working  years  According  to  the  National 
Health  and  Nutrition  Examination  Survey  II,  the  disorder  is  most  common  between  the  ages  of 
25  and  44. 

Researchers  have  identified  a  number  of  risk  factors  for  low  back  pain,  including  those  related 
to  age,  strength,  postural  problems,  and  occupation.  However,  additional  research  is  needed 
to  distinguish  back  degeneration  from  injury  and  disease;  to  develop  more  accurate  diagnostic 
procedures;  to  study  normal  as  well  as  pathologic  spine  tissues;  and  to  develop  better  clinical 
and  functional  outcome  measures. 

It  should  be  noted  that  the  Academy  has  launched  a  public  education  program  aimed  at  the 
workplace  titled  "Lift  It  Safe".    The  objective  is  the  prevention  of  back  injuries 

Trauma  and  Sports  Related  Injuries.  As  our  nation  continues  to  place  increased  emphasis 
on  fitness,  trauma  and  sports  related  injuries  to  the  musculoskeletal  system  assume  an 
increased  significance.  These  injuries  include  fractured  bones,  dislocated  joints,  fractured 
vertebrae,  muscle  strains,  and  tears  of  the  ligaments  that  hold  joints  together  and  the  tendons 
that  allow  joints  to  move. 

Approximately  61  million  Americans  sustain  injuries  annually.  Nearly  33  million  of  these  injuries 
are  musculoskeletal  in  nature.  Approximately  40  percent  of  the  musculoskeletal  injuries  occur 
in  an  around  the  home;  and   15  percent  occur  at  work.  Given  that  millions  of  Amencans 
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participate  in  organized  sports,  it  is  not  surprising  that  20  percent  of  musculoskeletal  injuries 
occur  during  sports  activities  or  on  school  grounds.  One  in  every  ten  musculoskeletal  injuries 
is  incurred  in  a  car  accident. 

Here  again,  the  Academy  has  supported  a  public  education  program  called  "Drive  It  Safe".  The 
objective  is  to  increase  seat  belt  use  and  safe  operation  of  vehicles. 

In  terms  of  health  costs,  more  than  90  percent  of  the  musculoskeletal  injuries  require  medical 
attention  Also  reduced  activities,  lost  work  days  and  school  days  due  to  musculoskeletal  injuries 
cost  more  than  $26  billion  per  year. 

Numerous  new  technologies  have  been  developed  to  assist  in  the  treatment  of  musculoskeletal 
injuries,  thereby  reducing  the  length  of  time  people  are  disabled  by  these  injuries  and  improving 
the  overall  outcomes.  A  variety  of  devices,  such  as  plates  and  rods,  have  been  developed  from 
new  and  improved  metals.  Enhanced  designs  permit  early  and  accurate  repositioning  of 
fractured  tranes  and  injured  tissues,  while  simultaneously  permitting  early  ambulation  and 
rehabilitation  Advances  in  vascular  microsurgery  have  f>ermitted  surgeons  to  reattach 
completely  severed  limbs.  Improvements  in  spine  fracture  stabilization  have  made  it  possible 
for  surgeons  to  fuse  fewer  vertebrae,  allowing  patients  greater  range  of  motion  while  still 
providing  them  with  sufficient  spine  stability  for  early  function  and  rehabilitation 

Though  there  have  been  exciting  current  advances,  research  is  needed  in  developing  synthetic 
replacements  for  muscle,  soft  tissue,  and  bone  damaged  beyond  repair  or  lost  as  a  consequence 
of  trauma;  manipulating  the  body's  immune  system,  thereby  permitting  increased  transplants  of 
donated  bone  and  ligaments;  gaining  a  better  understanding  of  the  molecular  signals  that  control 
repair  and  growth  functions  in  the  cells  of  the  musculoskeletal  system;  and  educating  all 
Americans  about  the  importance  of  using  proper  body  mechanics  and  taking  safety  precautions 
while  at  work,  at  play,  in  the  car,  and  in  the  home. 

Mr.  Chairman,  the  Academy  appreciates  this  Committee's  efforts  over  the  years  to  maintain  the 
momentum  in  science,  uncovering  new  knowledge  that  leads  to  t)etter  health  for  everyone  While  we 
recognize  the  budgetary  problems  facing  you,  we  believe  an  investment  in  the  NIAMS  will  continue  to 
pay  dividends  in  the  future.  The  return  on  this  investment  includes  reduced  hospitalization  and  nursing 
home  confinement,  improved  national  productivity  by  reducing  days  lost  from  work,  reduced  cost  of 
workers  compensation  and  social  security  disability  insurance,  and  an  overall  improvement  in  the  quality 
of  life  for  Americans 

We  urge  the  Committee  to  provide  $250  million  for  the  NIAMS.  This  level  of  funding  is  also 
recommended  by  the  Coalition  of  Voluntary  and  Professional  Associations  concerned  with  the  Programs 
of  the  NIAMS.  This  is  quite  a  modest  amount  relative  to  that  allocated  to  programs  with  less  societal 
impact  than  that  outlined  above. 

Mr  Chairman,  we  also  support  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research  Funding 
that  $11,950,000,000  is  required  for  all  of  the  programs  at  NIH. 

On  behalf  of  the  16,000  members  of  the  AAOS,  we  thank  you  for  your  continued  support. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  PEDIATRICS 

The  American  Academy  of  Pediatrics,  an  organization  of  47,000  pediatricians,  would  like  to  ofTer  this  statement  on  behalf  of  the 
infants,  children,  adolescents,  and  young  adults  in  this  country.   This  statement  is  endorsed  by  the  over  1500  members  of  the 
Ambulatory  Pediatric  Association,  who  are  academic  general  pediatricians  and  child  health  professionals,  and  the  1200  members  of 
(he  Society  for  Adolescent  Medicine,  which  includes  physicians,  nurses,  psychologists,  social  workers,  nutritionists  and  others 
involved  in  service  deliveiy,  teaching  or  research  on  the  welfare  of  adolescents. 

While  we  recognize  that  budgets  are  tight,  the  Academy  urges  you  to  remember  one  key  fact  -  ensuring  the  health  of  our  children 
means  providing  for  today's  needs  plus  planning  for  tomorrow's.    The  Academy  is  pleased  to  see  that  the  President's  budget  for 
fiscal  year  1995  continues  to  place  a  high  priority  on  children's  health  programs.   The  Academy  hopes  this  subcommittee  will  invest 
its  limited  resources  this  year  in  our  most  valuable  resource,  our  children. 

Fottun.nlely,  most  infants  are  bom  healthy  and  continue  lo  grow  and  develop  if  they  have  access  to  and  receive  basic  health  care 
services.    Unfortunately,  there  are  still  far  too  many  that  suffer  needlessly  from  disease,  injury,  abuse,  or  a  host  of  societal  problems. 
Our  task  as  pediatricians  is  to  treat  them  all,  to  provide  such  services  as  we  are  able.    Your  task  is  to  provide  the  funds  to  allow  vital 
federal  programs  to  continue.   We  ask  that  you  recognize  the  correlation  among  preventive  and  chronic  health  services,  research,  and 
the  training  of  new  health  professionals  and  not  increase  one  program  for  infants  and  children  at  the  expense  of  another.    As 
pediatricians  we  see  the  integral  lie  between  basic  research  and  the  care  we  provide;  we  see  the  impact  of  poverty  and  the 
environment  on  the  health  of  our  children  and  adolescents;  and  we  know  that  the  future  of  our  workforce  depends  on  the  decisions 
we  make  today. 
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A  chart  s(  (he  end  of  this  slatement  will  ofTer  recommendalions  for  many  programs,  but  we  would  like  lo  Tocus  on  a  Tew. 

Childhood  ImmuDlzallon  Program 

The  childhood  immunization  progrnm  is  (he  comers(one  of  prevendve  health  caie  for  children  in  the  Uni(ed  S(ates  and  (he  Academy 
applauds  the  high  priori(y  assigned  to  this  program  by  the  Administradon.    The  Academy  request  includes  monies  over  and  above  the 
Administration's  request  for  vaccine  purchase  for  those  children  not  covered  by  the  new  Tcderal  vaccine  purchase  program.     The 
Academy  recommends  $  520  million  for  the  Childhood  Immunization  Program  for  FY  95. 

National  Vaccine  Program  OfUce 

We  still  have  goals  we  have  not  reached  in  (he  quest  lo  wipe  ou(  vaccine-preven(able  diseases.   The  Nalional  Vaccine  Program  Odice 

and  o(her  related  programs  are  a  part  of  our  overall  strategy  (o  achieve  (hese  goals.   The  Academy  recommends  %\2  million. 

Lead  Poisoning  Prevendon  Program 

Lead  poisoning  is  (he  leading  environmental  health  problem  affecting  children  and  i(  is  entirely  prevenlable.    Furthermore,  there  may 
be  low-risk  communities  that  do  not  require  lead  screening,  but  no  explicit  guidance  has  been  developed  for  de(ennining  a 
communities'  lead  risk.    Clearly  funding  to  provide  more  data  concerning  prevalence  in  specific  regions  and  locales  is  needed.    The 
Lead  Poisoning  Prevention  Program  at  (he  Cen(ers  for  Disease  Con(rol  and  Prevention  is  a  (echnical  assislance  and  grant  program  for 
the  startup  and  expansion  of  projects  to  detect  and  prevent  lead  poisoning.   To  ensure  that  all  children  are  protected  we  urge  you  lo 
fund  this  Program  at  $50  million  for  fiscal  year  1995. 

Injury  Control  Program 

Injury  is  the  leading  killer  of  our  children  ages  1-19.   The  national  injury  prevention  program  is  a  part  of  the  Centers  for  Disease 
Control  and  Prevention.    It  funds  research  and  pilot  programs  which  are  extremely  important  to  learning  more  about  how  lo  prevent 
injuries  in  our  youth.    This  type  of  program,  which  is  focused  on  interventions  to  prevent  injuries,  has  the  potential  to  save  thousands 
of  lives.     We  recommend  S85  million  for  this  program  for  the  coming  year. 

In  addition,  the  Academy  supports  the  FY  95  recommendation  of  the  CDC  Coalition  of  S2.5  billion  for  CDC. 

Maternal  and  Child  Health  Block  Grant 

T  his  program  is  designed  to  assure  mothers,  infants,  children,  and  adolescents  access  to  quality  health  care  (hat  reduces  Infant 

mortality  and  morbidity,  helps  children  with  special  needs,  ameliorates  chronic  illnesses,  increases  access  to  health  care  for 

adolescents  at  risk.and  encourages  healthy  lifestyles.   Through  cooperadon  wi(h  other  federal  programs,  limited  resources  can  be  used 

cfTectively  to  reduce  duplication  and  fragmentation  of  services.    The  Academy  wishes  lo  stress  the  importance  of  continued  funding 

for  this  program  (hrougliou(  (he  (ransition  to  a  reformed  health  system.   The  MCH  Block  Grant  program  should  be  funded  at  $750 

million. 

Pediatric  Emergency  Medical  Services 

Title  111  of  the  Public  Health  Service  allows  for  the  support  of  demonstration  grants  (o  improve  emergency  medical  services  sys(ems 
for  acutely  ill  or  seriously  injured  children  and  adolescents.  We  urge  your  support  for  (his  program  and  recommend  funding  a(  $10 
million  for  fiscal  year  1995. 

Family  Planning 

Title  X  of  the  Public  Health  Service  is  crucial  to  this  country's  family  planning  activities,  and  it  provides  high-quality  reproductive 
health  care  services  lo  millions  of  low-income  and  marginal-income  women  and  men  e,ich  year.   These  clinics  also  provide  other 
essential  services,  such  as  screening  for  sexually  transmitted  diseases,  hypertension,  diabetes,  and  anemia.   This  program  continues  lo 
be  an  integral  part  of  our  health  care  system  for  our  adolescents.    The  disastrous  effects  of  teenage  pregnancy  and  the  possible 
long-lasting  consequences  of  sexually  transmitted  diseases  are  well  known.   Tlie  Academy  is  pleased  that  the  president's  budget 
recognizes  the  importance  of  this  program  to  our  adolescents  and  young  adults  and   we  ask  your  support  of  $199  million  for  the  next 
fiscal  year. 

Health  Professions  Training 

The  Title  VII  Primary  Care  Training  Grants  for  General  Internal  Medicine  and  General  Pediatrics  remains  a  small,  but  vi(al,  incendve 
program  for  (he  gcneralist  (raining  of  pediatricians.    Both  the  public  and  private  sector  are  calling  for  health  care  reforms  which  will 
remove  the  barriers  to  medical  care  faced  by  large  numbers  of  Americans  who  are  uninsured  or  underinsured.    If  we  are  going  (o 
have  an  adequate  supply  of  primary  care  pediatricians  lo  meet  the  anticipated  demand  for  their  services,  then  we  must  protect  and 
expand  graduate  medical  education  funding  now.    The  Academy  recommends  $25  million  for  the  General  Internal  Medicine  /  General 
Pediatrics  Grants  and  joins  with  Ihe  Health  Professions  and  Nursing  Education  Coalition  in  recommending  $316.35  million  for  the 
Title  VII  and  VIII  programs. 

The  National  lleallh  Service  Corps  is  a  key  component  of  any  effort  (o  remove  barriers  (o  health  care.   The  scholarship  and  loan 
repayment  programs  are  another  integral  part  of  national  efforts  to  increase  opportunities  for  minorities  lo  become  health 
professionals.    We  thank  the  Congress,  including  those  on  this  subcommiKee,  for  maintaining  this  program.    Our  organizations 
recommend  providing  $155  million  for  this  program. 

Pedlalrlc  AIDS 

The  incidence  of  HIV  infection  among  infants,  children,  adolescents  and  women  continues  to  rise.    AIDS  has  become  the  ninth 
lending  cause  of  death  for  children  ages  one  to  four.    There  are  many  federal  programs  being  affected  by  this  increase,  and  Ihe 
appropriations  for  these  programs  for  the  coming  year  should  reflect  the  needs.    These  programs  -  -  Ryan  While  CARE,  particularly 
Title  IV,  Ihe  pediatric  AIDS  demonstrations,  and  abandoned  infants  -  -  include  Ihe  delivery  of  services,  prevention,  and  research. 
Without  going  into  great  detail  and  outlining  the  needs  of  each  program,  Ihe  Academy  urges  you  to  support  the  recommendalions  of 
the  Pediatric  AIDS  Coalition  of  $875  million  for  the  Ryan  White  CARE  Act.  $62  million  for  Tide  IV  of  (he  Ryan  WhKe  CARE  Act, 
and  $  million  for  the  Abandoned  Infants  AssisOnce  Act. 

National  Institutes  of  Health 

Pediatric  research  today  is  not  only  exciting,  but  rapidly  changing.   Pediatric  research  covers  (he  endre  spectrum  of  research  -  -  basic, 
clinical,  applied,  and  service  -  -  and  is  supported  substantially  by  the  federal  government  through  NIH.    It  is  important  thai  (his 
balance  be  mainlained. 
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Biomedical  research  itself  may  not  guarantee  cost  savings  in  the  delivery  of  health  care;  however,  successful  control  of  disease 
affecting  both  children  and  adults,  with  accompanying  cost  reductions,  will  not  occur  without  recognition  of  the  necessity  of  coupling 
research  with  reforms  in  the  design  and  funding  of  health  care  delivery.    To  adequately  fund  biomedical  research,  we  loin  with  the 
Ad  Hoc  OrouD  on  Medical  Research  Funding  In  requesting  SI  1.95  billion  for  the  NIH.    We  also  loin  with  the  Friends  of  NICHP 
Coalition  in  requesting  S  775.28  million  for  the  NICHD. 

Agency  for  Health  Care  Polity  and  Research 

This  relatively  new  arm  of  the  Public  Health  Service  is  the  federal  government's  primary  agency  responsible  for  medical 
effectiveness  and  health  services  research.    II  also  supports  the  training  of  new  health  service  researchers.    We  applaud  and  support 
the  president's  request  of  tl78.ISS  million  for  FY  9S.  which  should  begin  to  expand  the  agency  activities  to  the  level  necessary  to 
make  available  the  information  needed  for  informed  choices  about  health  care  refonn. 

Indian  Health  Service 

Native  American  children  face  many  challenges  in  the  coming  decades.    Many  of  the  challenges  are  similar  to  those  facing  other 
American  children  -  -  substance  abuse,  family  crisis,  nonintenlional  and  intentional  injuries  -  -  but  many  of  these  problem  have  been 
documented  to  be  more  severe  among  Indian  populations.   The  President's  FY  95  budget  contains  serious  cuts  in  the  HIS  programs. 
For  the  first  time  the  federal  government  intends  to  subtract  from  the  IMS  total  budget  an  estimate  of  the  amount  of  money  that  IHS 
collects  from  third  parly  payers.   The  budget  estimate  for  this  figure  is  $86  million,  although  in  FY  93  IHS  collected  only  125 
million  from  third  party  payers.   The  change  in  policy  on  third  party  payers  and  the  overeslimation  of  the  amount  collected  will  result 
in  over  a  JlOO  million  decrease  in  funds  available  for  IHS  activities.    Additionally,  due  to  personnel  limits,  IHS  will  not  be  able  to 
staff  the  new  facilities  on  which  the  agency  recently  completed  construction.    The  Academy  urges  you  to  provide  $2.223  billion  for 
the  Indian  Health  Service  for  FY  95.  allotting  $1.96  billion  for  services  and  $260  million  for  facilities. 

Head  Start 

Since  1965,  Head  Start  has  been  a  major  source  of  support  for  over  12  million  children.    Many  people  do  not  realize  that  Head  Start 
Is  more  than  a  preschool  education;  It  also  enhances  children's  school  readiness  and  general  well-being  by  providing  preventive  health 
services,  including  immuniutions,  screening,  and  follow-up  treatment 

Despite  its  demonstrated  potential  to  improve  children's  lives,  however,  funding  for  the  Head  Start  program  currently  allows  it  to 
serve  only  one  out  of  three  eligible  preschool  children.    The  Head  Start  of  the  1990's  should  be  reaching  more  children,  serving 
younger  children,  creating  new  linkages  with  other  available  resources,  and  ensuring  that  the  health  services  provided  are  of  the  very 
best  quality.    Accordingly,  we  request  funding  of  $4.026  million  for  the  program  for  FY  1995.  which  will  keep  the  program  on  track 
for  "full  funding." 

Child  Abuse  Programs 

We  recommend  a  higher  level  of  funding  than  the  President  requested  for  the  basic  state  grants  for  child  abuse  prevention  and 
treatment  because  the  authorizing  language  for  the  program  provides  that  when  the  funding  level  reaches  $40  million,  the  funds  will 
be  used  for  a  critical  and  urgent  purpose  —  the  improvement  of  child  protective  services  systems.   These  systems  are  cunenlly 
severely  underfunded  and  states  need  financial  assistance  for  their  improvement. 

In  summary,  the  following  list  highlights  programs,  along  with  funding  recommendations,  of  Importance  to  children.   The  Academy 
Joins  with  its  many  friends  in  other  organizations  and  coalitions  in  presenting  these  recommendations. 

Recommendations 

Centers  for  Disease  Control  $2,500,000,000 

aiildhood  Immunization  Program  $520,000,000 

Lead  Poison  Prevention  $50,000,000 

Injury  Control  $85,000,000 

School  Health  Education  $50,000,000 

Health  Resources  and  Services  Administration 

Maternal  and  Child  Health  Block  Grant  $750,000,000 

Pediatric  Emergency  Medical  Services  $10,000,000 

Title  X,  Family  Planning  $198,918,000 

Primary  Care  Training  Grants  -  -  General  $316,350,000 

Internal  Medicine  and  General  Pediatrics  $25,000,000 

National  Health  Service  Corps  $  1 55,000.000 

Ryan  White  CARE  $875,000,000 

Title  IV  (Ped.  AIDS  Demos)  $62,000,000 

National  Institutes  of  Health  $  1 1 ,950,000,000 

National  Institute  of  Child  Health  and 

Human  Development  $775,280,000 

Agency  for  Health  Care  Policy  and  Research  $178,155,000 

Administration  for  Children  and  Families 

Child  Care  Block  Grant  $1,090,622,000 

Head  Start  $4,026,085,000 
Child  Abuse 

State  Grants  $40,000,000 

Discretionary  Grants  $17,000,000 

Challenge  Grants  $23,236,000 

Crisis  Nurseries  $11,900,000 

Abandoned  Infants  $30,000,000 
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Indian  Health  Service  $2,223,542  000 

lleallh  Services  jl  953  232 

Facilities  J26oi310 

National  Vaccine  Program  OfTice  jl2  OOO  000 

Children's  Mental  Health  (SAMHSA)  $100,000  000 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  NURSE 

ANESTHETISTS 

The  AANA  appreciates  the  opportunity  to  testify  regarding 
continued  federal  funding  for  nurse  anesthesia  education  programs 
under  Title  VIII,  the  Nurse  Education  Act  (NEA) . 

The  AANA  requests  that  the  nurse  anesthesia  program  under  the  NEA 
be  funded  at  $4  million  for  Fiscal  Year  1995  (FY95) .  This  level 
of  funding  is  equal  to  the  authorized  amount  for  FY94.  Monies 
would  be  utilized  to  accomplish  the  following  objectives: 

•  To  provide  funding  for  the  expansion  and  start-up  costs  of 
new  nurse  anesthesia  educational  programs  ($1.5  million). 

•  To   continue   traineeship   support   for   nurse   anesthesia 
students  ($2  million) . 

•  To  increase  the  number  of  nurse  anesthetist  faculty  with 
advanced  degrees  ($0.5  million) . 

The  AANA  opposes  the  proposal  for  consolidation  of  Title  VII  and 
Ti'.le  VIII  programs.  Consolidation  would  limit  congressional 
authority  over  programs,  create  competition  between  nursing 
priorities  which  are  highlighted  in  President  Clinton's  Health 
Security  Act,  and  reduce  funding  for  the  aggregated  programs. 

BACKGROUND  OF  CURRENT  CRNA  SHORTAGE 

Congressional  support  for  nurse  anesthesia  education  has  had  a 
tremendous  positive  effect  on  the  CRNA  shortage.  The  shortage 
was  documented  through  a  February,  1990  Health  Economics  Research 
(HER)  study,  mandated  by  the  congressional  appropriations 
committees.  The  study  reported  the  need  for  30,000  CRNAs  by  the 
year  2000,  and  over  35,000  CRNAs  by  the  year  2010.  In  1994,  AANA 
estimates  that  there  will  be  1000  nurse  anesthetists  graduates, 
far  short  of  the  1,8  00  recommended  by  the  HER  study. 

Funding  appropriated  to  nurse  anesthesia  education  through  Title 
VIII  has  helped  develop  new  nurse  anesthesia  education  programs. 
Thirteen  new  nurse  anesthesia  education  programs  were  funded 
through  FY94  appropriations.  In  meeting  the  challenge  presented 
by  the  CRNA  shortage,  the  current  nurse  anesthesia  education 
programs  have  become  flexible  in  design  and  creative  in  working 
with  local  resources.  Over  the  past  five  years,  the  average 
enrollment  per  program  has  increased  60%  as  programs  strive  to 
expand  student  slots.  Funds  provided  through  Title  VIII  for 
nurse  anesthesia  traineeships  have  been  a  critical  assistance  to 
students  in  both  new  and  continuing  programs. 

CRNAS   INCREASE  ACCESS  TO  HEALTH  CARE.   INCLUDING  PRIMARY  CARE 

CRNAs  increase  access  to  health  care  by  administering  more  than 
65%  of  the  26  million  anesthetics  given  to  patients  each  year  in 
the  U.S.  CRNAs  are  the  sole  anesthesia  provider  in  85%  of  rural 
hospitals,  affording  these  medical  facilities  obstetrical, 
surgical  and  trauma  stabilization  capabilities.  CRNA  services 
are  supportive  to  primary  care  services,  e.g.  an  epidural 
anesthetic  given  to  an  obstetrics  patient.    Because  of  the 
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interdependence  between  primary  care  and  anesthesia  care, 
continued  federal  support  for  nurse  anesthesia  education  should 
be  an  element  of  any  proposal  to  increase  primary  care  providers. 

CRNAS  ARE  COST-EFFECTIVE  HEALTH  CARE  PROVIDERS 

A  1990  Health  Economics  Research  study  found  that  increased  use 
of  CRNAs  to  deliver  anesthesia  could  save  the  nation  $1  billion 
annually  by  the  year  2010.  CRNAs  save  Medicare  beneficiaries 
money  by  accepting  mandatory  assignment,  whereas 
anesthesiologists  can  balance  bill  Medicare  beneficiaries. 

In  addition,  the  educational  costs  of  preparing  CRNAs  are  less 
than  those  of  preparing  anesthesiologists.  The  average  annual 
program  cost  per  student  nurse  anesthetist  is  $11,741.  With  the 
average  length  of  a  nurse  anesthesia  program  being  27  months,  the 
total  cost  per  student  is  $26,417  ($11,741  per  year  x  2.25 
years)  .  In  contrast,  according  to  data  from  the  Health  Care 
Financing  Administration,  the  average  annual  cost  per  medical 
resident  in  a  residency  program  was  $84,837  in  1990.  Therefore, 
the  total  cost  per  student  for  a  four  year  anesthesiologist 
residency  is  $339,400  ($84,837  per  year  x  4  years).  The 
conclusion  to  be  drawn  is  that  for  the  same  cost  of  preparing  one 
anesthesiologist,  you  can  prepare  10  CRNAs.  Even  more  important 
in  light  of  the  shortage  of  anesthesia  providers,  those  10  CRNAs 
will  have  entered  the  work  force  and  cumulatively  provided  at 
least  40  years  of  anesthesia  services  by  the  time  the  one 
anesthesiology  resident  graduates  and  is  ready  to  practice. 


RECENT  HISTORY  OF  NURSE  ANESTHESIA  FEDERAL  FDWDING 


Total 

Funds 

in 

Fiscal 

Year 

(in  mi 

llions) 

1990 
1991 
1992 
1993 
1994 


$1,119 
$1,430 
$1,930 
$2,728 
$2,724 


#  Traineeships/ 

Funds 

(in  millions) 


622 
789 
779 
873 
(in 


($1,044) 
($0,706) 
($0,913) 
($0,800) 
process) 


#  Faculty/ 

Funds 

(in  millions) 

33  ($0.75) 
56  ($0,153) 
48  ($0,153) 
32  ($0,159) 
(in  process) 


New  Education 
Programs /Funds 
(in  millions) 


4  ($0,555) 
6  ($0,839) 
13  ($1,735) 
(in  process) 


OPPOSITION  TO  CONSOLIDATING  TITLE  VII  AND  TITLE  VIII  PROGRAMS 

AANA  appreciates  the  need  to  reshape  the  existing  federal 
programs  to  allow  administrative  cost  savings  and  greater 
flexibility  in  responding  to  health  care  reform  needs.  However, 
the  proposed  consolidation  would  combine  programs,  like  the  CRNA 
program,  which  have  been  specifically  targeted  as  priority 
concerns  in  President  Clinton's  Health  Security  Act.  Specific 
details  regarding  the  administration  of  the  consolidated  programs 
have  not  been  forthcoming,  and  thus  our  concerns  are  based  on  our 
early  understanding  of  this  recommendation. 

The  nurse  anesthesia  education  program  under  Title  VIII  would  be 
combined  with  three  other  nursing  programs  and  titled  "Other 
Nursing  Priorities."  The  other  nursing  programs  include  Advanced 
Nurse  Education,  Professional  Nurse  Traineeships  and  Special 
Projects.  The  President's  budget  proposes  a  $2,306  million  cut 
below  current  appropriation  of  $40,851  million  for  the  four 
separate  programs.  This  represents  over  a  5.6%  cut.  Each  of 
these  programs  meets  a  unique  need  in  preparing  nurses  to  meet 
the  health  care  needs  of  the  country.  Our  concerns  regarding  the 
consolidation  include: 


1.  Aggregate  reductions  in  funding  through  the 
consolidation  will  not  be  obtained  via  administrative 
streamlining.     Cuts   will   come   directly   from   student 
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tralneeships  and  program  development.  Only  1.2%  of  monies 
appropriated  to  the  nurse  anesthesia  education  program  under 
Title  VIII  have  been  used  for  administering  the  grants.  The 
majority  of  monies  are  utilized  for  their  stated  purpose  of 
student  traineeships,  program  expansion,  and  faculty 
development.  Administrative  monies  for  the  Division  of 
Nursing  which  currently  administers  the  Title  VIII  programs 
are  allocated  from  the  Health  Resources  and  Services 
Administration  budget.  Thus,  the  cuts  in  the  aggregated 
programs  will  come  directly  from  the  program  itself  rather 
than  any  administrative  savings  via  consolidation. 
Reductions  as  proposed  by  the  President  to  the  aggregated 
account  will  impact  the  student  traineeships  and  new  program 
development  which  have  been  shown  as  necessary  strategies  to 
meet  workforce  projections.  This  will  have  a  deleterious 
effect  on  the  anesthesia  delivery  system. 

2.  Dilution  of  nursing  programs  goals  resulting  from 
forcing  programs  into  large  pools  which  must  compete  for 
reduced  funds.  In  addition,  there  is  little  clarity  about 
the  administration  of  grants.  Given  the  lack  of  defined 
funding  levels  and  delegated  program  administrative 
authority,  AANA  is  concerned  about  the  diluting  effect  on 
program  goals. 

3.  Lack  of  congressional  oversight  for  specific  program 
priorities.  Nurse  anesthesia  education  support  has  been 
based  on  congressional  studies  of  workforce  needs.  The 
education  of  CRNAs  was  also  prioritized  in  President 
Clinton's  Health  Security  Act.  AANA  believes  that 
individual  line  items  for  prioritized  programs,  such  as  CRNA 
education,  should  continue. 

RECOMMENDATION 

The  AANA  recommends  that  $4  million  be  appropriated  in  Fiscal 
Year  1995  for  nurse  anesthesia  programs  under  the  Nurse  Education 
Act.   In  addition,  AANA  opposes  the  proposal  for  consolidation  of 
the  Title  VII  and  Title  VIII  programs  under  the  Public  Health 
Service,  Health  Resources  and  Services  Administration. 

Conclusion 

The  AANA  recommends  that  $4  million  be  appropriated  for  Fiscal 
Year  1995  for  nurse  anesthesia  programs  under  the  Nurse  Education 
Act.  In  addition,  the  AANA  opposes  the  proposed  consolidation  of 
the  Title  VII  and  Title  VIII  programs  as  outlined  in  the 
President's  budget. 


STATEMENT  OF  THE  AMERICAN  COLLEGE  OF  CHEST  PHYSICIANS 

I  am  Paul  D.  Slein,  M.D.,  FCCP,  the  Immediate  Past  President  of  tiie  American  College  of  Chest 
Physicians  ("ACCP").    I  am  presently  medical  director  of  the  Levine  Health  Enhancement  Center  (for 
cardiac  rehabilitation)  at  Henry  Ford  Hospital,  and  prior  to  (hat  I  was  Director  of  Cardiovascular  Research 
at  the  }lenry  Ford  Hospital  in  Detroit  for  seventeen  years. 

Thank  you  for  providing  me  the  opportunity  to  appear  before  you  to  present  testimony  on  behalf  of  the 
American  College  of  Chest  Physicians.    The  College  is  a  professional  society  of  medical  subspecialists. 
We  comprise  more  than  14,000  physicians,  scientists  and  medical  educators  who  specialize  in  diseases  of 
the  heart,  lungs  and  circulatory  system.    The  College  appreciates  this  opfKjrtunity  to  offer  its  views  to  this 
subcommittee  on  Fiscal  Year  1995  appropriations  supporting  the  National  Institutes  of  Health,  with  a 
particular  focus  on  the  National  Heart,  Lung  and  Blood  Institute  and  the  National  Institute  of  Allergy  and 
Infectious  Diseases. 

The  American  College  of  Chest  Physicians  enthusiastically  supports  the  important  work  of  the  National 
Institutes  of  Health  and  therefore  endorses  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research 
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Funding  for  an  appropriation  level  of  $1 1.95  billion  for  the  NIH  for  Fiscal  Year  1995,  which  represents  a 
$1  billion  increase  for  all  of  tlic  NIH  over  its  current  appropriation.    This  recommended  level  of  funding 
provides  for  an  appropriate,  sound,  and  progressive  level  of  basic  and  applied  research  activity  for  the 
National  Institutes  of  Health,  which  reflects  one  of  its  vital  mandates,  and  which  the  ACCP  unequivocally 
supports. 

The  American  College  of  Chest  Physicians  also  enthusiastically  supports  the  activities  of  the  NIH's 
National  Heart,  Lung  and  Blood  Institute  ("NHLBI").    I  would  like  to  take  this  opportunity  to  commend  the 
excellent  work  of  its  outstanding  leadership:  the  Director  of  the  NHLBI,  Dr.  Claude  Lenfant,  the  Deputy 
Director,  Dr.  Peter  Frommer,  the  Director  of  the  Institute's  Lung  Disease  Division,  Dr.  Suzanne  Hurd, 
and  the  Director  of  the  Institute's  Heart  and  Vascular  Diseases  Division,  Dr.  Michael  Horan. 

The  American  College  of  Chest  Physicians  strongly  recommends  a  budget  of  $1.4  billion  for  the  National 
Heart,  Lung  and  Blood  Institute  in  Fiscal  Year  1995.   The  American  College  of  Chest  Physicians  believes 
that  this  funding  level  is  crucial  to  our  national  biomedical  research  effort.    The  total  1994  National 
Institutes  of  Health  budget  of  $10,956  billion  represents  only  1.0%  of  the  $900  billion  spent  each  year  on 
health  care.    The  current  overall  budget  for  the  National  Institutes  of  Health  is  too  low  in  the  ACCP's 
judgment. 

The  ACCP  also  strongly  supports  the  excellent  work  of  the  National  Institute  of  Allergy  and  Infectious 
Diseases  ("NIAID")  and  its  Director,  Dr.  Anthony  S.  Fauci.  We  urge  this  subcommittee  to  adopt  Dr. 
Fauci's  professional  judgment  budget  of  $1.54  billion  for  Fiscal  Year  1995. 

There  is  a  multitude  of  vital  research  going  on  at  both  the  NHLBI  and  NIAID  thai  must  be  continued  and 
expanded  if  we  as  a  Nation  are  going  to  gain  control  of  our  health  care  costs.    An  investment  of  research 
dollars  at  the  NIH  has  consistently  yielded  cost  savings  over  time  by  focusing  on  the  prevention,  diagnosis, 
treatment,  and  ultimately,  the  cure  of  disease.    I  would  like  to  direct  the  subcommittee's  attention  to  three 
diseases  which  members  of  the  American  College  of  Chest  Physicians  treat  daily  with  important  support 
from  the  NHLBI  and  NIAID:  asthma.  Adult  Respiratory  Distress  Syndrome,  and  multi-drug  resistant 
tuberculosis. 

Asthma  is  a  very  serious  chronic  lung  disease  which  affects  more  than  12  million  Americans,  3  million  of 
whom  are  children  under  the  age  of  eighteen.    Each  year,  asthmatics  experience  well  over  100  million  days 
of  restricted  activity.    Health  care  for  asthma  exceed  $6  billion  a  year,  approaching  1%  of  total  health  care 
dollars  spent.    With  the  prevalence,  severity,  and  mortality  from  asthma  on  the  increase  over  the  last 
decade,  additional  research  must  be  conducted  to  better  understand  the  mechanisms  involved  in  its 
pathogenesis,  treatment  and  prevention.    In  1989  alone,  asthma  was  responsible  for  more  than  5,000 
deaths. 

Despite  these  severe  numbers,  there  is  progress  being  made  by  the  NHLBI  to  care  for  and  manage  asthma 
sufferers,  through  its  National  Asthma  Education  and  Prevention  Program.    As  a  participant  in  this 
program,  I  can  say  that  we  have  successfully  developed  and  distributed  a  kit  for  the  manageinent  of  asthma 
in  emergency  department  situations  and  there  is  significant  work  being  done  in  the  area  of  educating 
physicians,  other  health  care  providers,  patients  and  their  families  about  asthma.    More  research  needs  to 
be  done  however  to  understand  the  causes  of  asthma  which  are  still  largely  unknown.    Additional  funding 
in  this  area  is  crucial. 

Adult  Respiratory  Distress  Syndrome  ("ARDS")  is  another  disease  of  great  concern  to  the  American 
College  of  Chest  Physicians,  and  the  NHLBI,  which  deserves  greater  financial  support  from  the  Congress. 
ARDS  affects  approximately  150,000  Aniericans  each  year  and  has  a  mortality  rale  of  more  than  50%. 
The  syndrome  is  characterized  by  the  acute  development  of  pulmonary  edema  (water  in  the  lungs)  while  an 
individual  is  suffering  from  other  severe  diseases  or  after  trauma.    Many  of  these  patients  are  young  and 
often  healthy  prior  to,  for  instance,  a  car  accident.    Even  when  the  lung  is  not  directly  affected,  they 
develop  severe  shortness  of  breath  which  rapidly  progresses  until  the  patient  requires  mechanical 
ventilation.    When  this  occurs,  the  result  is  an  average  stay  in  the  intensive  care  unit  of  two  weeks,  which 
is  of  course  very  cosily  both  in  terms  of  resource  utilization  and  lost  life. 

The  NHLBI  currently  supports  about  $25  million  of  research  focused  on  the  pathophysiology  and  treatment 
of  ARDS.    A  significant  portion  of  this  effort  is  devoted  to  basic  science  studies  to  unravel  the  process 
whereby  injury  to  one  part  of  the  body  can  cause  damage  to  other  organs,  how  the  infiammatory  cells 
interact  with  each  other,  with  the  organ  tissues,  and  the  chemicals  that  are  released  during  infiammation. 
There  is  much  yet  to  be  learned  about  ARDS  which  can  only  be  done  by  continued  and  increased  funding 
from  the  Congress.    The  public  benefits  of  increased  funding  for  ARDS  research  would  be  numerous.    An 
effective  therapy,  which  does  not  yet  exist,  would  save  over  50,000  lives  each  year.    Second,  continuing 
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iniprovcincnts  in  therapy  should  decrease  hos|)ilaliz;Uioii  and  reliabililalion  costs.    Third,  understanding 
ARDS  can  help  to  develop  therapies  for  many  other  intlaniinatory  diseases. 

Tuberculosis  and  the  rise  of  multi-drug  resistant  tuberculosis  ("MDR-TB")  is  also  of  great  concern  to  the 
American  College  of  Chest  Physicians.    As  the  lead  institute  at  the  NIH  to  combat  TB  and  MDR  TB,  the 
National  Institute  of  Allergy  and  Infectious  Disea.ses  is  spending  more  than  $27.9  million  this  year  to 
eradicate  a  disease  that  currently  takes  the  lives  of  3  million  people  around  the  world  each  year.    Many 
people  believe  that  I B  is  a  disease  of  the  past  because  it  can  be  cured.    This  is  true,  but  only  when  it  is 
treated  properly,  including  the  TB  patient  following  the  therapy  necessary  over  an  extended  period  of  time, 
usually  six  to  twelve  months.    MDR-TB  is  a  much  more  dangerous  and  recent  strain  of  TB  which  is  deadly 
in  40  to  60%  of  people  who  become  infected.   This  alarmingly  high  statistic  is  equivalent  to  TB  patients 
who  receive  no  treatment  at  all.    When  treated  properly,  TB  can  be  cured  more  than  90%  of  the  time.    A 
continued  effort  is  needed  to  reach  out  to  those  most  susceptible  to  MDR-TB:  the  homeless,  drug  addicts 
and  others  caught  in  the  cycle  of  poverty.    It  is  critical  that  while  NIAID-sponsored  researchers  seek  to 
discover  an  effective  treatment  for  MDR-TB,  the  educational  effort  is  stepped-up  to  enhance  the  preventive 
measures  necessary  to  curb  MDR-TB. 

The  fiscal  strains  that  asthma,  ARDS  and  MDR-TB  place  on  the  health  care  system  are  exacerbated  by  the 
declining  ability  of  new  investigators  to  obtain  funds  for  research  and  the  ability  of  established  investigators 
to  maintain  research  grants.    This  results  in  a  noticeable  reduction  of  the  national  pool  of  scientists.    Young 
people  are  not  being  attracted  to  research.    Established  investigators  are  being  forced  out  of  research.    Once 
the  critical  mass  of  biomedical  researchers  is  reduced,  it  will  require  decades  to  replace  the  losses.    This 
will  be  reflected  in  a  loss  of  world  leadership.    Ultimately,  it  will  result  in  a  reduced  quality  of  health  care 
for  the  American  people. 

We  urge  Congress  to  insure  that  the  National  Institutes  of  Health  has  the  funds  to  support  the  best  in 
biomedical  research,  by  funding,  at  a  minimum,  30%  of  its  new  and  competing  renewal  research  project 
grants  it  approves  for  funding  in  Fiscal  Year  1995.    Unfortunately,  in  recent  years,  the  National  Institutes 
of  Health,  on  average,  has  been  able  to  fund  only  between  20  and  25%  of  the  competing  grant  applications 
it  approves.    As  a  result,  important  research  proposals  are  being  unfunded  and  investigators  and  their 
support  staffs  are  being  forced  to  leave  the  field  of  research. 

Funding  of  biomedical  research  at  the  levels  that  the  American  College  of  Chest  Physicians  advocates  is  a 
minuscule  investment  when  compared  to  the  billions  of  dollars  which  will  be  saved  in  future  health  care 
costs  because  of  new  research  advances.    The  long  term  financial  savings  that  result  from  biomedical 
research  cannot  be  overestimated.     Biomedical  research  has  improved  our  Nation's  quality  of  life  and 
saved  billions  of  dollars  in  related  health  care  costs.    For  example,  the  National  Heart,  Lung  and  Blood 
Institute  has  sponsored  clinical  trials  of  a  class  of  drugs  for  the  treatment  of  congestive  heart  failure  known 
as  angiotensin  converting  enzyme  inhibitors.    Results  indicate  that  the  routine  use  of  such  drugs  could 
prevent  between  10,000  and  20,000  deaths  each  year  and  about  100,000  hospitalizations.    This  would  save 
approximately  $1  billion  each  year  in  hospital  and  related  costs. 

In  1991,  1,125,000  deaths  (52%  percent  of  all  deaths  in  the  United  States)  fell  within  the  disease  categories 
that  are  the  mission  of  the  National  Heart,  Lung  and  Blood  Institute  to  combat.    Cardiova.scular  and  lung 
diseases  represent  three  of  the  ten  leading  cau.ses  of  death  in  the  United  States.    Despite  this  fact,  the 
NHLBI  receives  only  11%  of  the  funds  allocated  to  the  National  Institutes  of  Health. 

Research  supported  by  the  National  Heart,  Lung  and  Blood  Institute  has  contributed  to  a  significant  decline 
in  the  death  rate  from  pulmonary  and  cardiovascular  diseases  over  the  past  twenty  years.    F.ven  so,  the 
incidence  of  these  diseases  and  their  costs,  in  terms  of  human  suffering,  death,  and  economic  loss  remains 
staggering.    When  one  considers  the  costs  that  would  have  been  incurred  in  health  care  had  it  not  been  for 
the  research  supported  by  the  National  Heart,  Lung  and  Blood  Institute,  it  becomes  clear  that  money  spent 
on  research  is  money  well  spent.    In  a  recent  report  published  by  the  NIH  (Cost  Savings  Resulting  From 
NIH  Research  Support.  Second  Edition),  citing  34  examples  of  research,  it  estimated  that  approximately 
$4.3  billion  invested  by  the  NIH  in  clinical  and  applied  research  had  the  potential  to  realize  annual  savings 
of  between  $9.3  billion  and  $13.6  billion,  a  200  to  300%  annual  return  on  the  investment  in  research.    This 
is  a  strong  investment  when  we  are  looking  for  ways  to  reduce  overall  expenditures.    It  is  therefore 
imperative  that  the  National  Heart,  Lung  and  Blood  Institute  be  afforded  sufficient  resources  to  continue  its 
efforts  to  combat  the  full  array  of  pulmonary  and  cardiovascular  diseases. 

To  summarize,  for  Fiscal  Year  1995,  the  American  College  of  Chest  Physicians  recommends  Ihe  following: 
the  NIH  receive  $1 1.95  billion;  the  NHLBI  receive  $1.4  billion;  and  the  NIAID  receive  $1.54  billion. 

On  behalf  of  the  American  College  of  Chest  Physicians  and  its  14,000  members,  I  thank  you  for  affording 
us  this  opportunity  to  present  our  views.    I  would  be  pleased  to  answer  any  questions  you  may  have. 
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STATEMENT  OF  THE  AMERICAN  COUNCIL  ON  EDUCATION 

The  talented  students  who  complete  graduate  programs  will  form  a  key  component  of  the  Clinton 
Administration's  proposals  for  technological  development  and  educational  enrichment.  Doctoral  recipients  become 
the  scientists,  teachers,  and  scholars  responsible  for  the  discovery  and  dissemination  of  new  knowledge  and  the 
preservation  and  interpretation  of  our  intellectual  and  cultural  heritage.  Doctoral  recipients  are  the  intellectual  core 
of  our  colleges  and  universities,  but  they  play  a  critical  role  in  other  key  sectors  of  society  as  well.  Almost  50%  of 
1992  Ph.D.  recipients  had  employment  commitments  outside  the  academic  sector,  including  19%  in  industry  and 
10%  in  government.  Physical  science  and  engineering  Ph.D.s  are  particularly  important  to  industry:  of  1992  Ph.D. 
recipients,  50%  of  physical  science  Ph.D.s  and  58%  of  engineering  Ph.D.s  had  employment  commitments  in 
industry. 

Master's  degree  recipienLs  may  go  on  to  pursue  doctoral  degrees;  but  more  often  they  are  educated  to  begin 
state-of-the-art  careers  in  industry,  assisting  our  nation's  performance  in  global  competition.  Master's  students  also 
enter  our  public  service  sector  to  pursue  careers  which  enrich  the  quality  of  life  in  our  communities. 

The  nation's  graduate  programs  are  widely  regarded  as  among  the  nncst  in  the  world.  Yet  disturbing  trends 
raise  questions  about  the  continued  capacity  of  these  programs  to  meet  the  needs  of  the  nation: 

•  the  proportion  of  Ph.D.s  granted  by  our  universities  that  go  to  U.S.  students  has  been  declining  for  over 
two  decades, 

•  despite  their  rapid  increase  as  a  proportion  of  overall  workforce,  minorities  and  women  remain 
underrepresenled  in  doctoral  programs  as  well  as  in  most  master's  and  professional  programs. 

Title  IX:  Expanding  and  Diversifying  the  Nation's  Talent  Pool 

The  reauthorization  of  the  Higher  Education  Act  strengthened  the  Title  IX  graduate  programs  in  several  ways. 
The  maximum  stipends  and  the  institutional  allowances  of  the  fellowship  programs  (Title  D(-B,C.  and  D— the 
Harris  Javits,  and  GAANN  programs)  were  increased  to  permit  these  programs  to  conlmue  to  aiiiact  exceptionally 
talented  students  into  graduate  and  professional  programs  and  to  meet  the  rising  costs  of  graduate  education. 
Maximum  stipends  were  increased  from  $10,000  to  the  level  of  National  Science  Foundation  Fellowships— 
currently  $14,400  for  FY  1995;  institutional  allowances  were  increased  from  $6,000  to  $9,000,  with  innationary 
increases  in  subsequent  years. 

The  iiicreaxed  slipendx  and  iintitutitmal  allowances  mean  thai  increased  program  funding  will  be  needed 
in  FY  1995  just  to  maintain  the  same  number  of  students  supported  in  FY  1994.  Recognizing  the  budgetary 
constraints  under  which  Congress  is  operating,  our  request  adopts  a  current  services  rationale.  The 
Administration 's  request  for  these  programs  does  not  provide  sufficient  funding  to  maintain  these  programs  at 
current  services  levels,  resulting  in  reductions  in  already  modest  numbers  of  students  supported. 

(in  millions) 


Fiscal  iiejf- 


,««.  1995  administra-       1995  tiiglwr  edu- 

lion  (iquest  cation  request 


Minority  undergraduate  internships  (title  IX-A)  $5.8     $6.0 

Harris  graduate  fellowships  (title  IX-B)  20.4  $20.4  25.1 

Javits  fellowships  (title  IX-C)  7.9  7.9  8.1 

National  need  training  grants  (title  IX-D) 27^5 27^5 30.3 

IX-A  &  B:  Increasing  Pardcipation  of  Students  from  Groups  Underrepresenled  in  Graduate  Education 

Women  and  Minority  Participation  in  Graduate  Education  {Title  IX-A)  provides  summer  research 
internships  and  additional  educational  enrichment  programs  for  talented  minority  undergraduates,  to  interest  them 
in  and  prepare  them  for  graduate  study.  This  is  a  highly  effective  means  of  expanding  the  pool  of  students  eligible 
for  graduate  work.  The  program  was  expanded  in  the  HEA  reauthorization  to  include  women  in  fields  in  which 
they  are  underrepresenteii,  such  as  the  physical  sciences  and  engineering.  We  request  that  the  program  be  funded  at 
$6  million  for  FY  1995,  which  will  provide  a  current  services  budget  and  permit  funding  grants  to  approximately 
72  institutions  supporting  nearly  1,350  students. 

The  Administration's  budget  did  not  include  funding  for  the  Women  and  Minority  Participation  in  Graduate 
Education  program.  Instead,  funding  that  would  have  gone  to  the  program  would  be  added  to  the  TRIO  McNair 
Postbaccalaureate  Achievement  program.  Although  the  programs  have  similar  objectives,  there  are  enough 
differences  to  warrant  continuing  both  programs.  First,  the  programs  serve  overlapping  but  differing  populations  of 
students.  The  TRIO  programs  are  limited  to  students  whose  family  incomes  are  1 50%  of  poverty  or  less  and/or 
who  are  first-generation  college  students,  but  they  serve  all  students  who  meet  those  criteria,  not  just  minority 
students.  The  Title  IX  program  is  limited  to  minority  students  and  women  but  is  not  limited  by  income  or  first 
generation  college  attendance  and  therefore  includes  minority  students  in  all  income  brackets.  The  purpose  of  this 
inclusiveness  is  to  provide  the  program  with  access  to  the  entire  pool  of  minority  undergraduates,  which, 
unfortunately,  is  disproportionately  small,  to  increase  the  likelihood  of  attracting  students  who  will  become  tenured 
faculty  members.  Moreover,  the  Title  IX  program  emphasizes  summer  research  internships,  while  the  McNair 
program  emphasizes  in-school  academic  counseling  and  educational  enrichment. 
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rmricia  Roberts  Harris  Fellowships  (Title  IX-  B)  provide  fellowship  support  for  poslbnccnlaiircaie  sludy  to 
siiidcnis  from  groups  undLMrcprcsenled  in  griuUuile  and  professional  education.  In  combinalion  with  ihc  Part  A 
undergraduate  inlernship  program  for  minoiitics  and  women,  the  Man  is  piogram  provides  the  Depaiiment  with  an 
cxireincly  elfective  approach  to  increasing  the  enrollment  of  students  who  are  underrcpresented  in  graduate 
education. 

We  request  $2.S.I  million,  an  increase  of-l^'l.?  milliorr  over  the  Admiirislialion's  request,  which  will  provide  a 
current  services  budget  that  will  support  an  estimated  I  .DCifi  fellows  in  FY  1995. 

IX-C&D:  Increasing  U.S.  Doctorate  Recipients  for  Careers  In  Teaching  and  Research 

The  Jacob  K.  Javits  Fellows  Program  (Title  IX-C)  remain.s  the  only  federally  funded  program  that  has  the 
express  purpose  of  supporting  graduate  study  in  the  arts  arrd  the  humanities,  and  is  one  of  the  few  programs 
providing  a  small  amount  of  support  in  the  s(Kial  sciences.  Strong  support  lor  the  Javils  prograni  is  therefore 
critical  to  providing  at  least  some  balance  in  Icdcral  siipporl  across  disciplines.  We  request  thai  the  Committee 
provide  J8.I  million  for  the  Javits  program,  which  'vrll  provide  suflicient  funds  to  support  approximately  407  new 
and  continuing  fellowships  in  FY  1995. 

Graduate  Assistance  in  Areas  of  National  Need  (Title  IX-D)  is  designed  to  increase  the  number  of  talented 
college  graduates  who  pursue  careers  in  leaching  and  research  in  cr  itical  fields  such  as  science,  engineering,  and 
foreign  language  and  area  stirdies.  This  program  is  having  a  signillcant  irrrpact  on  increasing  the  number  of  U.S. 
citizens  earning  Ph.D.s  in  lields  such  as  mathematics  which  have  declining  US  enrollnrerrts. 

We  request  Ih.at  the  Committee  provide  $30.3  million,  an  increase  of  $2  8  million  over  the  Administration's 
request.  This  amount  is  a  current  services  funding  level  that  will  provide  sullicienl  funds  for  an  estimated  1,285 
new  and  continuing  students. 

Title  VI:  Strengthening  the  Nation's  Capacity  in  International  Education 

The  Title  VI  International  Studies  and  Fulbriphtllays  programs  administered  by  the  department  of  Education 
provide  the  advanced  talent  and  knowledge  needed  by  colleges  and  universities,  by  government,  by  industry,  and 
by  our  cili7i;ns  to  operate  effectively  in  an  increasingly  interconnected  global  environment.  The  Department's 
National  Resource  Centers  (NRCs)  are  the  country's  major  resource  for  advanced  instruction  in  foreign  languages 
and  for  the  training  of  area  studies  specialists  who  are  the  nation's  experls  on  other  countries  of  the  world.  Foreign 
Language  and  Area  Studies  (FLAS)  fellowships  sirpporl  the  graduate  study  of  language  and  area  studies  specialists. 
Title  VI  undergraduate  programs  play  imporlanl  roles  both  in  assisting  colleges  and  universities  to  better  prepare 
their  students  to  operate  in  a  global  environment,  and  in  encouraging  those  with  the  requisite  interest  and  ability  to 
pursue  advanced  sludy  in  foreign  languages  and  area  studies.  The  Department's  international  programs  also  include 
dissertation  and  faculty  research  overseas  as  well  as  language  training  through  group  projects  abroad;  linkages 
between  colleges  and  universities  and  businesses  with  overseas  activities;  International  Business  Centers  providing 
graduate  training  both  in  languages  and  area  studies  and  in  international  business;  and  national  language  resource 
centers,  which  support  research  on  language  learning  and  the  development  of  language  pedagogy,  and  which 
provide  special  education  programs  for  K-12  teachers,  journalists,  and  government  policymakers. 

The  Administration  requests  level  funding  for  this  program,  a  request  which  includes  eliminating  critical 
funding  for  foreign  periodicals  and  no  funding  for  important  authorized  programs.  We  request  an  FY  1995 
appropriation  for  the  Department's  Title  VI  aiid  Fulbright-Hays  Programs  of  $65M.  a  10%  increase  over  the  FY 
1994  appropriation  for  these  programs.  This  increase  will  restore  funding  for  foreign  periodicals,  provide  first-time 
funding  for  intensive  summer  language  institutes,  and  strengthen  sorely  underfunded  existing  programs. 

Title  II:  Strengthening  Inrormation  Systems  for  Teaching  and  Research 

Title  II-A,  II-B,  and  II-C  assist  libraries  to  expand  their  collections  of  scholarly  works,  facilitate  access  to 
unique  collections  through  enhanced  library  resource  sharing,  develop  new  techniques  for  expanding  information 
services,  and  train  the  librarians  who  must  manage  these  rapidly  growing  and  changing  irrformation  systems.  The 
increased  information  demands  placed  on  students  and  scholars  require  efficient,  effective  access  to  information 
that  is  gi^owing  not  only  in  volume  but  in  form:  libraries  must  manage  inforrrralion  stored  and  transmitted  in 
electronic  formats,  magnetic  and  optical  disks,  and  other  new  forms  beyond  the  traditional  printed  page.  This 
expanding  store  of  information  is  used  not  only  by  students  and  scholars  on  campuses  but  by  growing  numbers  of 
researchciT!,  administrators,  and  individual  citizens  beyorrd  those  campuses  whose  access  has  been  made  possible  by 
technological  advances  in  information  services  and  communication.  Yet  the  costs  of  collecting  and  managing  this 
information  are  rising  while  the  resources  to  support  those  activities  are  diminishing. 

We  are  dismayed  and  puzzled  that  the  Administration  chose  to  eliminate  funding  for  all  Title  II  programs. 
One  of  the  Administration's  key  objectives  is  the  development  of  the  National  Information  Inlrastnictirrc,  a  set  of 
national  information  networks  that  will  electronically  connect  colleges  and  universities,  elementary  and  secondary 
schools,  businesses,  hospitals,  and  other  key  sectors  of  society.  As  the  repositories  of  vast  stores  of  information, 
libraries  will  form  the  critical  hubs  of  these  inlormation  networks.  During  reauthorization  of  the  Higher  Education 
Act,  the  Title  II  programs  were  modified  to  enhance  their  capacity  to  support  library  connectiotrs  to  such  networks. 

We  request  thai  Congress  provide  current  services  funding  for  ihe  Title  II  library  programs. 


STATEMENT  OF  THE  AMERICAN  DENTAL  ASSOCIATION 

I  am  Dr.  Carl  G.  Langbert,  Chairman  of  the  Council  on 
Governmental  Affairs  and  Federal  Dental  Services  of  the  American 
Dental  Association  and  a  private  practitioner  in  Highland  Park, 
tiew  Jersey.   On  behalf  of  the  Association's  140,000  members, 
thank  you  for  the  opportunity  to  speak  in  support  of  funding  for 
disease  prevention,  dental  research  and  dental  education. 
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DISEASE  PREVENTION 

The  Division  of  Oral  Health  was  established  in  1991  as  a  separate 
entity  within  the  National  Center  for  Prevention  Services, 
Centers  for  Disease  Control  because  of  the  prominent  role  that 
dentistry  plays  in  prevention  activities.   The  ADA  believes  that 
it  is  necessary  for  the  Committee  to  establish  the  Division  as  a 
separate  line  item  in  order  to  allow  it  to  more  effectively 
fulfill  its  mandate  to  enhance  dental  public  health.  As  a 
separate  line  item,  Congress  can  more  easily  target  and  fund 
dental  issues  which  demand  attention.   Furthermore,  making  the 
Division  a  line  item  would  facilitate  the  NCPS's  budgeting 
activities,  as  that  agency  must  now  take  funds  from  other  line 
items  to  fund  the  Division. 

The  CDC  provides  technical  assistance  to  state  and  local 
governments  to  facilitate  the  development  and  implementation  of 
prevention  and  oral  health  improvement  efforts.  This  is 
accomplished  through  consultation,  training,  dissemination  of 
health  and  education  materials,  provision  of  scientific 
information  and  surveillance.  The  Division  of  Oral  Health's 
duties  include  working  with  the  public  and  private  dental 
communities  to  analyze  data,  conduct  research  and  educate 
citizens  about  the  transmission  of  infectious  diseases  in  the 
health  care  setting. 

Oral  diseases  and  conditions  are  among  the  most  prevalent  health 
problems  in  the  nation.  While  the  incidence  of  tooth  decay 
(dental  caries)  has  been  significantly  reduced  in  the  population 
as  a  whole,  it  remains  unacceptably  high  among  the  elderly, 
minorities,  poor  children  and  individuals  with  systemic  diseases. 
Although  oral  diseases  are  not  commonly  associated  with  issues  of 
mortality,  30,000  Americans  were  diagnosed  with  oral  cancer  and 
9,000  died  of  the  disease  in  1992. 

Unfortunately,  most  state  dental  public  health  programs,  which 
were  initially  underfunded,  have  experienced  additional 
reductions  in  funding,  seriously  undermining  their  efforts  to 
remedy  their  oral  health  problems.   In  fact,  states  reporting 
categorical  dental  expenditures  estimate  that  those  expenditures 
were  less  than  1%  of  total  expenditures  for  all  public  health 
programs.  As  a  result,  surveillance  of  oral  health  disease 
remains  virtually  nonexistent  at  the  state  and  local  levels  and 
is  conducted  at  irregular  intervals  nationally. 

To  enable  the  CDC  to  meet  its  obligation  to  facilitate  state  and 
local  activities  necessary  to  ensure  sound  public  health 
programs,  the  ADA  recommends  sufficient  funding  for  the  CDC  in  FY 
1995  to  initiate  the  targeted  development  of  the  dental  public 
health  infrastructure.  The  additional  CDC  funding  would  allow  the 
agency  to,  in  turn,  provide  financial  resources,  such  as  grants 
and  cooperative  agreements,  to  the  states  and  localities  to 
enable  them  to  enhance  their  infrastructure,  improving 
surveillance  and  targeting  efforts  to  reach  high  risk, 
underserved  populations.  The  CDC  could  also  provide  enhanced 
technical  support  through  the  assignment  of  trained  public  health 
advisors. 

In  addition,  the  Division  must  have  sufficient  funding  to  carry 
out  traditional  dental  programs  such  as  those  designed  to  prevent 
baby  bottle  tooth  decay,  to  increase  the  use  of  sealants  and  to 
fluoridate  community  water  supplies.   When  used  in  combination, 
these  programs  can  virtually  eliminate  tooth  decay. 

In  response  to  the  rising  incidence  of  TB,  the  Division  on  Oral 
Health  is  developing  infection  control  procedures  and  techniques 
for  the  dental  office.   In  the  past,  the  Association  has  worked 
closely  with  the  Division  as  it  developed  guidelines  for 
infection  control  in  the  dental  operatory  for  other  contagious 
diseases.   The  ADA  is  presently  working  with  the  Division  as  it 
expands  its  scope  to  include  controlling  the  spread  of  TB.  In 
order  to  carry  out  this  function,  the  Division  must  have  the 
necessary  resources  to  provide  expertise  to  the  dental  community 
and  to  conduct  epidemiological  investigations  when  needed. 
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To  effectively  meet  all  of  the  needs  identified  above,  the 
Association  strongly  recommends  that  the  Committee  establish  the 
Division  of  Oral  Health  as  a  separate  line  item  and  fund  it  at  $6 
million  for  fiscal  year  1995. 

DENTAL  RESEARCH 

The  Association  supports  the  efforts  of  the  National  Institute  of 
Dental  Research  (NIDR)  and  dedicated  research  scientists  across 
the  country  in  their  efforts  to  address  dental  diseases  and 
disorders.  As  the  nation's  preeminent  dental  research  center, 
NIDR  has  made  great  strides  in  uncovering  the  causes  of  dental 
disorders  and  disease  and  in  developing  effective  treatment. 

NIDR  is  funding  research  initiatives  to  identify  the  causes  of 
and  seek  the  treatment  for  dental  caries,  periodontal  diseases, 
oral  soft  tissue  diseases,  oral  manifestations  of  AIDS  and  oral 
cancer.  The  institute  remains  actively  engaged  in  seeking  better 
treatment   modalities  of  congenital  anomalies  such  as  cleft  lip 
and  palate,  malocclusion  of  the  teeth  and  jaws,  disfigurements 
that  occur  through  accidents,  and  acute  and  chronic  orofacial 
pain. 

The  agency  is  currently  supporting  6  developmental  Regional 
Research  Centers  on  Minority  Oral  Health  at  minority  dental 
schools  or  schools  serving  large  minority  populations  in  San 
Antonio,  Washington,  New  Vork,  Newark,  Nashville  and  Los  Angeles. 
The  establishment  of  the  research  centers  is  intended  to  not  only 
improve  the  oral  health  status  of  minorities,  but  also  increase 
the  number  of  minorities  engaged  in  research.  NIDR  is  projecting 
that  an  additional  $2.25  million  will  be  required  to  provide  all 
6  centers  with  formal,  full-scale  research  grants  in  FY  1995.  The 
Association  strongly  supports  and  urges  full  funding  for  this 
NIDR  initiative. 

In  addition,  IIIDR  has  long  supported  bioengineering  research  at 
the  nation's  dental  schools  and  the  National  Institute  of 
Standards  and  Technology  in  an  effort  to  develop  new  dental 
materials.   For  example,  a  thin  cavity  liner  used  under  fillings 
has  been  designed  to  limit  the  progression  of  decay.  There  has 
also  been  a  great  deal  of  progress  in  the  development  of  coating 
materials  to  protect  tooth  roots  from  dental  caries.   In 
addition,  work  on  restorative  materials  continues,  as  estimated 
funding  to  implement  research  in  this  area  will  require  an 
expenditure  in  FY  1995  of  $22  million. 

The  ADA  requests  that  the  Committee  provide  NIDR  $202  million  in 
funding  for  FY  1995  to  support  its  ongoing  research  projects, 
recognizing  that  the  agency  is  the  primary  support  entity  in  the 
area  of  oral  health  research. 

DENTAL  EDUCATION 

The  Association  requests  the  continued  full  funding  for  General 
Dentistry  Residencies,  Geriatric  Education  Centers  and  Geriatric 
Training  Programs,  to  ensure  that  qualified  individuals  receive 
proper  dental  care. 

The  frail  elderly  and  the  handicapped  are  assisted  by  General 
Dentistry  Residencies,  as  these  programs  provide  dentists  with 
the  skills  and  clinical  experience  necessary  to  properly  treat 
patients  in  need  of  specialized  or  complex  care.  The  Association 
recommends  that  $  6  million  be  appropriated  for  the  General 
Dentistry  Residencies  program  for  FY  1995. 

Geriatric  Education  Centers  (GECs)  provide  short-term  faculty 
training,  curriculum  and  other  educational  resource  development, 
technical  assistance  and  outreach  for  the  elderly.   The  Geriatric 
Training  Programs  provide  postdoctoral  fellowships  for  medical 
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and  dental  faculty,  who  return  to  their  home  institutions  to 
direct  research  addressing  the  health  care  problems  of  the  aged. 
The  ADA  requests  a  total  appropriations  of  $  17  million  to  fund 
both  of  these  endeavors,  with  a  reasonable  allocation  set  aside 
specifically  for  dentistry. 

For  the  extra  expenses  incurred  in  the  treatment  of  HIV-infected 
patients,  the  Association  requests  $  9  million  for  the  HIV/AIDS 
Dental  Reimbursement  program. 

To  help  recruit  African-American  and  Hispanic  students  and  to 
provide  grants  to  students  in  extreme  financial  need,  the  ADA 
recommends  $  32  million  for  the  Disadvantaged  Assistance 
authority.   Finally,  the  Exceptional  Financial  Need  (EFN) 
scholarship  program,  which  provides  further  assistance  to 
minority  students  from  low- income  families,  should  be 
appropriated  $  37  million  for  FY  1995.  The  Association  believes 
the  funding  levels  recommended  are  necessary  to  ensure  diversity 
in  the  student  population.  Assisting  low-income  families  and 
minority  students  is  necessary  as  current  dental  education  costs, 
often  exceeding  $60,000.00  for  a  four-year  period,  are  becoming 
prohibitive. 


AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

The  Agency  for  Health  Care  Policy  and  Research  has  initiated  a 
number  of  projects  affecting  clinicol  decision-making  and 
developing  data  bases  that  v;ill  be  necessary  to  advance  a  dental 
component  of  the  Medical  Treatment  Effectiveness  Program 
(MEDTEP) .   The  agency  is  also  supporting  research  to  help  the 
dental  profession  improve  access  to  dental  care  and  better 
understand  how  various  factors  interact  to  influence  oral  health 
outcomes. 

In  order  for  the  agency  to  effectively  advance  the  development  of 
new  knowledge  about  oral  health  care,  it  must  be  supported  with 
adequate  resources.   The  Association  believes  that  a  minimum 
funding  level  of  $  150  million  is  necessary  for  this  agency  to 
properly  perform  its  mission. 


STATEME^^^  of  the  AMERICAN  FOUNDATION  FOR  THE  BLIND 

Introduction 

The  mission  of  the  American  Foundation  for  the  Blind  is  to  enable  persons  who  arc  blind  or  visually  impaired 
to  achieve  equality  of  access  and  opportunity  that  will  ensure  freedom  of  choice  in  their  lives.  AFB  accomplishes  this 
mission  by  taking  a  national  leadership  role  in  the  development  and  implementation  of  public  policy  and  legislation, 
Informational  and  educational  programs,  diversined  products,  and  quality  services. 

We  appreciate  the  opportunity  to  submit  our  appropriations  recommendations  for  FY  1995  to  the 
Subcommittee  on  Labor,  fiealth  and  Human  Services,  Education  and  Related  Agencies.  Additional  information  to 
substantiate  the  rationale  for  each  funding  recommendation  will  be  furnished  to  the  Subcommittee  upon  request 
Please  note  that  the  recommendations  contained  herein  do  not  reflect  adjustments  for  inflatioD.  Therefore,  if  our 
recommended  amount  for  each  program  or  activity  cannot  be  appropriated,  we  urge  the  Subcommittee  to  Inacase  the 
appropriation  by  at  least  a  factor  for  inflation.  (All  figures  are  in  millions  of  dollars.) 

Individuals  with  Disabilities  Education  Act 

Special  Education  Personnel  Development  (Part  D) 

FY  1993  Appropriation  90.22  FY  1995  Authorization  pending  President's  FY  1995  Request  89.59 

FY  1994  Appropriation  91.34  HBCUs  pending  AFB     FY     1995     Recommendation 

123.76 
HBCUs  25.62 

We  continue  to  be  seriously  concerned  about  the  shortage  of  teachers  who  are  trained  to  deal  with  the  unique 
needs  of  blind  and  visually-impaired  children.  Congress  needs  to  fund  these  programs  at  the  recommended  level  to 
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insure  an  adequate  supply  of  qualified  penonnci  who  can  Jnslrucl  blind  children  in  such  skills  as  orientailon  and 
mobilliy  and  the  use  of  braille.  Also,  an  appropriaiion  to  ihe  full  authori/alion  level  for  grants  to  Historically  Black 
Colleges  and  Universities  can  significantly  assist  in  achieving  critically  needed  iitiprovemcnt  in  training  persons  to  serve 
those  needs  In  their  communities. 

Centers  and  Services  for  Deaf-Blind  Children  (Sec  622) 

FY  1993  Appropriation  12.83  FY  1995  Authorization  pending  AFB  FY  1995  Recommendation  14.55 

FY  1994  Appropriation  12.83  President's  FY  1995  Request  12.83 

This  recommendation  would  allow  a  modest  inaea-iie  for  the  Oflicc  of  Special  Education  Programs  to  fund 
authorized  projects.  The  currently  identified  population  of  8,000  children  is  four  times  as  large  as  the  population 
idcntiricd  ten  years  ago.  In  addition.  Inclusion  of  such  a  low-incidcncc  population  in  regular  classrooms  means  that 
Section  622  coordinators  must  provide  technical  a.<;sisiancc  in  very  wide  geographic  areas.  A  majority  of  school  districts 
nationally  have  no  personnel  trained  in  this  dual  disability.  There  is  an  increasing  number  of  special  educators  and 
general  educators  who  need  basic  training  in  instruction  of  the  children  who  are  deaf-blind. 

Media  and  Captioned  Films  (Sec  653) 

FY  1993  Appropriations  17.89  FY  1995  Authorization  pending  AFB  FY  1995  Recommendation  24.2 

FY  1994  Appropriations  18.64  President's  FY  1995  Request  17.64 

TWo  programs  under  Section  653  of  IDEA  are  of  particular  interest  to  AFB.  Our  recommendation 
contemplates  continued  level  funding  for  video  description  services  at  $1,000,000  for  FY  1995.  Video  description 
provides  blind  persons  with  narration  of  visual  elements  of  television,  cinema,  and  Ihe  performing  arts.  Such 
information  is  valuable  to  blind  or  visually  impaired  persons  not  only  because  of  its  cultural  and  artistic  significance, 
but  ako  as  an  important  method  of  learning  the  meaning  of  body  language  and  other  nonverbal  communication.  This 
is  an  infant  program  already  showing  great  promise.  Tlie  SI  million  reduction  proposed  in  the  President's  budget  would 
eliminate  the  favorable  impact  of  previous  investments  in  the  appropriation. 

A1.S0  in  this  account,  we  recommend  inclusion  of  a  $1  million  increase  over  FY  1994  funding  for  Recording 
for  the  Blind  (RFB).  RFB  is  the  only  national  source  of  recorded  educational  textbooks  for  blind  or  visually  impaired 
students  at  all  levels.  Increased  funding  will  allow  RFB  to  assist  in  compliance  with  (he  spirit  and  philosophy  of  the 
Americans  with  Disabilities  Act  and  will  allow  production  of  more  vocational  education  and  adult  education  books. 

It  will  also  allow  new  programs  like  electronic  text,  expanding  the  more  highly  technical  science  program,  and  help  in 
Ihe  production  of  employment-related  material 

Slate  Operated  Programs  (F.L.  89-313) 

Refodln^d  as  Chapter  l-Financlal  AsslsUnce  to  Meet  Special  Educational  Needs  of  Disadvantages)  Children  of  the 

Education  Consolidation  and  Improvement  Act  of  1981 

FY  1993  Appropriation  126.39  FY  1995  Authorization  formula  AFB     FY     1995     Recommendation 

FY  1994  Appropriaiion  116.88  President's  FY  1995  Request  116.88'     116.88 

AFB  believes  that  state-operated  and  stale -supported  schools  for  blind  children  are  an  imporlani  part  of  the 
continuum  of  placement  options  for  blind  and  visually-impaired  children,  especially  those  who  have  multiple 
disabilities.  P.L  89-313  funding  is  also  used  to  provide  technology  (such  as  lalking  computer  equipment)  to  children 
who  transition  from  state  supported  schools  to  the  regular  public  school  classroom.  The  recommendation  in  the 
President's  FY  1995  budget  to  phase  this  program  out  over  the  next  several  years  and  to  fold  P.L.  89-313  funding  into 
Part  B  funding  through  a  multi-year  transfer  of  funds  should  be  rejected  pending  the  scheduled  policy  review. 

'  Funding  for  this  program  has  been  folded  into  Granis  to  States  ($82.88  million)  and  Grants  to  Infants  and  Families 
($34.0  million)  for  a  total  of  116.88.  This  request  maintains  level  funding  from  FY  1994  appropriation. 

Rehabilitation  vSerrlres 

Independent  Living  Services  for  Older  Blind  Individuals  -  Title  VII,  Chapter  2 

F\  1993  Appropriation  6.94  FY  1995  Authorization  such  sums         AFB  FY  1995  Recommendation  26.0 

FY  1994  Appropriation  8.13  President's  FY  1995  Request  8.13 

We  recommend  that  the  Congress  appropriate  not  less  than  $26  million  in  FY  1995  to  fully  fund  the  formula 
grant  program  for  Independent  Living  Services  for  Older  Persons  Who  Are  Blind.  An  appropriation  of  $13  million 
will  serve  to  trigger  the  program  to  a  formula  grant  for  all  states  and  territories. 

The  demographics  of  aging  and  vision  loss  are  staggering.  According  to  the  1990  census,  there  were  2,578,000 
severely  visually  impaired  persons  age  65  and  over.  Between  1960  and  1990  this  population  more  than  doubled.  The 
fastest  growing  group  in  this  population  is  the  85  plus  category  and  as  many  as  one  in  four  of  this  group  is  severely 
visually  impaired.  The  1990  census  figures  show  that  the  rate  of  nursing  home  placement  for  individuals  over  age  85 
Is  23  percent  If  the  rate  of  projected  expansion  of  the  age  85  plus  group  and  the  rates  of  institutionalization  continue, 
the  number  of  nursing  home  residents  could  increase  by  50  percent  by  the  year  2000. 
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With  Ihc  public  cosl  of  a  nursing  home  placement  now  averaging  about  $30,000  per  year,  it  Is  clear  that  more 
appropriate  and  less  expensive  alternatives  must  be  found.  Many  of  these  Institutional  placements  could  be  avoided 
If  older  individuals  with  severe  vision  Impairment  received  the  kinds  of  specialized  training  In  adaptive  daily  living  skills 
which  can  be  provided  under  Title  II,  Chapter  2  programs.  These  services  can  be  provided  at  an  annual  cost  of  about 
$500  pet  person. 

Rehabilitation  Training  (Sec  302) 

FY  1993  Appropriation  39.63  FY  1995  Authorization  such  sums        AFB  FY  1995  Recommendation  50.0 

FY  1994  Appropriation  39.63  President's  FY  1995  Request  39.63 

Long-term  grants  under  the  Rehabilitation  Act  provide  the  only  source  of  federal  training  funds  for  college- 
based  programs  to  train  orientation  and  mobility  Instructors  and  rehabilitation  teachers  for  the  blind.  These  grants  are 
an  Important  component  In  support  for  training  rehabilitation  counselors.  The  Rehabilitation  Services  Administration 
recently  completed  Its  National  Training  Needs  Analysis  and  Summary  for  1990  which  Idenlined  rehabilitation  of  the 
blind  as  a  critically  high  priority,  due  to  a  substantial  number  of  eligible  VR  clients  who  have  gone  unserved.  There 
Is  a  critical  shortage  of  trained  orientation  and  mobility  specialists  and  rehabilitation  teachers. 

Braille  Training  Projects  (Section  803,  Part  B) 

FY  1993  Appropriation  n/a  FY  1995  Aulhorl/jition  such  sums        AFB  FY  1995  Recommendation  10.0 

FY  1994  Appropriation  n/a  President's  FY  1995  Request 

Every  American  has  the  right  to  an  elementary  education.  That  education  Includes  Instruction  In  reading  and 
writing  regardless  of  the  medium.  The  findings  of  Ci)ngrcss  In  establishing  the  1992  amendments  to  the  Rehabilitation 
Act  Include  the  statement  that  'Increased  employment  of  Individuals  with  disabilities  can  be  achieved  through  the 

provision  of  Individualized  training and  Ihc  provision  of  reasonable  accommodation."  The  Drallle  Training  projects 

can  assist  in  the  achievement  of  these  goals  by  supporting  the  development  of  materials  and  In-service  training,  and 
prc-servlcc  training  In  the  use  of  braille  to  youths  and  adults  who  are  blind.  This  Is  to  be  achieved  through  funding 
for  Section  803(b)  to  provide  support  for  states  and  public  or  nonprofit  agencies  and  organizations.  Including 
Institutions  of  higher  learning.  These  funds  will  pay  all  or  pan  of  the  costs  of  training  vocational  rehabilitation  or 
education  personnel  in  the  use  of  braille.  The  $10  million  appropriation  request  for  this  function  Is  based  on  prior 
experience  for  basic  funding  support  for  literacy  programs. 

Helen  Keller  Nallonnl  Center 

FY  1993  Appropriations  66  FY  1995  Authorization  such  sums         AFB  FY  1995  Recommendation  7.74 

FY  1994  Appropriations  6.74  President's  FY  1995  Request  6.94 

The  Center  Is  being  called  upon  to  service  an  increased  number  of  Individuals  who.  In  addition  to  being  deaf- 
blind,  have  other  disabling  conditions.  Including  mental  retardation.  These  Individuals  require  Intensive,  one-to-one 
training  for  as  much  as  sixteen  hours  each  day,  seven  days  a  week.  There  Is  also  a  greater  demand  on  the  Helen  Keller 
National  Center's  resources  to  provide  training  to  staffe  of  the  group  homes  and  rehabilitation  programs  attempting 
to  serve  people  who  are  dcaf-blind,  multidlsablcd.  An  increase  In  the  federal  appropriation  would  enable  the  Center 
to  expand  Its  community  ba.sed  employment  and  living  programs  within  Its  headquarters  rehabilitation  program  and 
Its  support  to  the  afniiatcd  network  through  the  funding  of  new  afniialcs  and  the  provision  of  training  to  the  expanding 
number  of  group  homes  and  community  rehabilitation  programs.  In  addition,  this  Inaease  would  provide  for 
establishment  and  management  of  a  national  register  of  persons  who  are  deaf-blind.  Last  year's  small  appropriation 
Increase  was  not  sufficient  to  support  any  of  these  Initiatives. 

American  Printing  House  for  the  Blind 

FY  1993  Appropriations  6.3  FY  1995  Authorization  such  sums         AFB  FY  1995  Recommendation  9.57 

FY  1994  Appropriations  6.A6  President's  FY  1995  Request  6.68 

We  recommend  an  Increase  of  at  least  $3  million  for  the  American  Printing  House  for  the  Blind  (APII)  over 
last  year's  funding  level  Inasmuch  as  the  number  of  students  to  be  served  continues  to  grow.  In  addition  to  braille  and 
talking  book  production,  APH  develops,  and  Is  the  only  supplier  of,  unique  educational  products  (such  as  mathematical 
aids,  tactile  globes,  etc)  which  are  available  to  schools  on  a  quota  formula  basis.  Such  equipment  Is  vital  to  the 
education  of  blind  children.  Inaeascd  funding  will  allow  development  of  videotaped  presentations  for  outreach  and 
field  activities  and  the  creation  of  a  National  Omprehensive  Listing  System.  The  appropriation  remained  fairly 
constant  over  10  years  while  the  number  of  eligible  students  Increased  by  nearly  12,000  over  the  same  period.  With 
an  infiation  factor,  the  drop  In  dollar  per  student  has  gone  from  $113.50  to  $107.00. 

Nallonnl  Eye  Inslllule 

FY  1993  Approptiatlon  276.1  FY  1995  Authorization  — '  AFB    FY     1995    Recommendation 

FY  1994  Appropriation  290.26  President's  FY  1995  Request  300.89     41Z79 

The  National  Eye  Institute  (NEI)  Is  the  only  federal  organization  whose  primary  mission  Is  visual  health,  and 
the  Institute  supports  basic  and  applied  research  as  well  as  research  on  visual  Impairment  and  Its  rehabilitation.  In 
addition,  NEI  Is  taking  an  active  role  In  Ihe  need  for  eye  heallh  promotion  and  eye  disease  prevention  through  a 
national  public  education  program  called  Ihe  National  Eye  Health  Education  Program  (NEHEP).  Increased  funding 
for  the  NEI  would  sustain  the  momentum  gained  and  prevent  decline  of  Ihe  nation's  vision  research  efforts. 
'  Funding  (or  NEI  k  lullioriial  under  the  enabling  IcgUUllon  (or  Ihe  NallonjI  tnslllules  o(  lleallh. 
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STATEMENT  OF  THE  AMERICAN  NURSES  ASSOCIATION 

The  American  Nurses  Association  joined  by  the  National  Organization  of  Nurse 
Practitioner  Faculties,  Association  of  Women's  Health,  Obstetric,  and  Neonatal  Nurses, 
the  American  Association  of  Colleges  of  Nursing,  the  American  Organization  of  Nurse 
Executives,  the  American  Academy  of  Nurse  Practitioners,  the  National  Association  of 
School  Nurses,  the  American  College  of  Nurse-Midwives,  the  National  Nurse 
Practitioner  Coalition,  the  American  Association  of  Critical-Care  Nurses,  the  National 
Association  of  Nurse  Practitioners  in  Reproductive  Health,  the  Emergency  Nurses 
Association,  the  National  Association  of  Pediatric  Nurse  Associates  and  Practitioners, 
and  the  National  League  for  Nursing  appreciates  the  opportunity  to  comment  on  the  FY 
95  Appropriations  request  for  Nursing  Education  and  Research.   This  testimony  endorses 
the  testimony  provided  by  the  Tri-Council  for  Nursing,  and  will  comment  on  the 
consolidation  of  Health  Resources  and  Services  Administration  (HRSA)  programs  also 
referred  to  as  the  Health  Professions  Consolidation,  in  the  President's  FY  95  Budget. 

The  nursing  community  recognizes  the  legislative  restraints  imposed  on  this  year's 
appropriations  process.   We  see  a  growing  demand  for  nursing  professionals  as  primary 
care  providers  in  a  reformed  health  care  system.   We  believe  a  timely  investment  in  our 
profession  is  required  to  allow  for  the  changes  in  our  health  delivery  system  necessary  to 
stave  off  future  increa.ses  in  health  care  costs.   The  continuation  of  federal  support  for 
nursing  education  and  research  wiU  result  in  the  availability  of  adequate  numbers  of 
nursing  professionals  to  meet  the  demands  of  a  reformed  health  care  system  and  specific 
research  which  improves  the  delivery  of  health  services  to  those  who  need  care.   We 
support  funding  for  Title  VIII  programs,  the  Nursing  Education  Act  at  a  total  of  $71.1 
million  for  FY  95.   We  advocate  for  a  funding  level  of  $20  million  for  the  Nurse 
Practitioner/Midwife  line  item  and  $20  million  for  Professional  Nurse  Traineeships.   We 
also  support  a  funding  level  of  $74.8  for  the  National  Institute  of  Nursing  Research. 

The  nursing  community  is  concerned  about  the  Health  Professions  Consolidation 
outlined  in  the  President's  FY  95  Budget.   Many  of  the  organizations  represented  by  this 
testimony  have  taken  a  position  in  opposition  to  such  a  consolidation.   We  appreciate 
the  need  to  reshape  existing  federal  programs  to  allow  administrative  cost  savings  and 
greater  flexibility  in  responding  to  health  care  reform  needs.  The  President's  FY  95 
Budget's  proposal  would  consolidate  over  25  categorical  health  professions  programs  into 
five  consolidated  grant  programs  (primary  care,  minority  and  disadvantaged  assistance, 
consolidated  loans,  other  priority  nursing,  and  health  professions  research  and  data). 
Since  information  concerning  the  details  of  this  consolidation  are  not  available  to  date, 
the  concerns  identified  in  this  testimony  are  preliminary  and  based  on  our  early 
understanding  of  this  recommendation.  Nursing  has  the  following  concerns  about  the 
consolidation  of  HRSA: 

■  Nursing  is  the  largest  health  professional  group  in  the  nation  and  currently 

receives  only  limited  federal  funding.   The  inclusion  of  the  nurse 
practitioner/midwife  line  item  in  the  new  Primary  Care  Health  Initiative  places 
this  program  in  direct  competition  with  thirteen  other  programs  for  funding.   The 
specifics  of  the  administration  of  this  pool  of  programs  is  not  yet  available.    But, 
the  recommended  decrease  of  $13,609  million  makes  it  likely  that  great 
competition  among  consolidated  programs  will  result.    If  Congress  does  not 
designate  funding  levels  for  these  previously  identified  line  items,  nursing  is  not 
easily  convinced  that  funding  for  this  nursing  program  will  be  sufficient.    Nursing 
is  concerned  about  the  level  of  programmatic  discretion  to  be  given  to  the  Agency 
with  the  consolidation  of  these  programs.    In  the  past,  nursing  has  relied  on 
Congress  and  this  Committee's  wisdom  to  assure  funding  of  nursing  programs. 

The  new  category  designated  Other  Priority  Nursing  Initiatives  represents  key 
programs  which  provide  educational  assistance  for  all  nurses;  Nurse  Anesthetists, 
Nurse  Special  Projects,  Professional  Nurse  Traineeships  and  Advanced  Nurse 
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Education.   The  funding  level  recommended  by  the  President's  Budget  is  $2,306 
million  below  current  appropriations  of  $40,851.    Tlie  nursing  community  is 
advocating  for  a  funding  level  of  at  least  $45.4  million  for  these  programs. 

The  priority  for  funding  does  not  match  the  outcomes.   Nursing  has  historically 
supported  interdisciplinary  efforts  for  health  professions  education.    In  the  case  of 
this  planned  consolidation,  we  are  concerned  that  the  outcomes  articulated  by  the 
Administration  focus  almost  exclusively  on  physicians  and  not  interdisciplinary 
efforts. 

This  consolidation  results  in  a  total  loss  of  close  to  $15  million  for  the 
consolidated  program.s.  Given  the  lack  of  defined  funding  levels  and  delegated 
program  administrative  authority  we  are  concerned  about  the  ability  of  nursing 
programs  to  compete  against  other  health  professions  for  funding.  Historically, 
without  direction  from  Congress,  funding  for  nursing  has  taken  a  lower  priority 
when  in  competition  with  other  health  professions. 

The  use  of  nursing  in  primary  and  preventive  health  care  services  is  essential  in  a 
reformed  health  care  system.   The  Physician  Payment  Review  Commission 
(PPRC)  recognizes  in  their  draft  report  the  contribution  of  nur.se  practitioners 
(NPs)  and  certified  nurse-midwives  (CNMs)  in  providing  services  to  the 
underserved.   A  greater  proportion  of  NPs  and  CNMs  compared  to  physicians 
practice  in  underserved  areas.    In  addition,  the  PPRC  analysis  of  the  Department 
of  Health  and  Human  Services  1992  survey  of  NPs  and  clinical  nurse  specialists 
(CNSs)  found  that  at  least  85  per  cent  of  NPs  are  involved  in  some  type  of 
ambulatory  health  care  practice.   This  is  consistent  with  the  results  of  an  earlier 
national  survey  conducted  by  the  American  Academy  of  Nurse  Practitioners. 

Seventy  percent  of  NPs  practicing  in  public  or  community  health  .settings  have 
primary  responsibility  for  a  specific  group  of  patients.    In  a  survey  done  by  the 
PPRC,  nearly  30  per  cent  of  NPs  estimated  that  more  than  one  half  of  their 
patients  had  Medicaid  coverage.  To  ensure  access  to  care  for  these  populations, 
we  are  requesting  the  appropriation  of  $20  million  for  the  Nurse 
Practitioner/Midwife  line  item  and  $20  million  for  Professional  Nurse 
Traineeships. 

The  1992  National  Organization  of  Nurse  Practitioner  Faculties  (NONPF) 
preliminary  survey  data  indicated  that  71  per  cent  of  the  149  respondent  programs 
(60  per  cent  response  rate)  believed  that  federal  funding  of  NP  programs  was 
either  important  or  extremely  important  to  the  continuation  of  the  program.  43 
per  cent  of  programs  are  currently  funded.   If  NP  programs  have  to  compete  with 
other  primary  care  initiatives,  it  will  be  very  difficult  to  maintain,  let  alone 
enhance  funding  for  NP  program  expansion.   An  example  of  nursing  having  to 
compete  with  other  programs  is  the  National  Health  Service  Corps  (NHSC). 
Nurses  received  minimal  support  from  this  program  until  a  10  per  cent  set  aside 
for  NPs,  physician  assistants  (PAs),  and  CNMs  was  legislated.   Tlie  NONPF 
preliminary  survey  data  from  respondent  institutions  indicate  that  graduates 
supported  by  the  NHSC  were  five  in  1990  compared  to  26  in  1992,  this  increase 
reflects  the  10  per  cent  set  aside. 

Nursing  is  concerned  that  the  individual  grantee  may  be  greatly  affected  by  this 
reorganization.   Given  the  variety  represented  in  some  of  these  pooling  of 
programs,  it  is  very  possible  that  eligible  individuals  and  programs  may  be 
negatively  impacted  by  such  change. 

Nursing  is  the  largest  professional  group  of  health  care  providers,  with  the  number 
of  practicing  nurses  reaching  close  to  2.3  million.   Congress  has  a  significant 
history  of  support  for  the  education  of  nursing  professionals  to  meet  the  health 


593 


demands  of  this  nation.  The  role  of  nursing  in  the  health  care  delivery  system  is 
changing.    We  believe  that  as  health  care  reform  unfolds,  there  will  be  an 
expanding  array  of  sites  for  delivery  of  care,  necessitating  strong  Federal  support 
for  the  ensuing  changes  in  nursing  education  and  practice.   The  proposed 
consolidation  of  HRSA  weakens  nursing  by  diffusing  it  among  the  five  new 
categories  proposed  in  the  consolidation.  Nursing  questions  this  division  of  nursing 
programs,  believing  that  the  administration  of  these  groups  as  a  separate  entity  is 
essential  in  order  to  maintain  the  quality  and  integrity  of  these  programs. 

Tlie  nursing  community  appreciates  the  opportunity  to  comment  on  funding  for  nursing 
education  and  research,  with  specific  focus  on  the  Administration's  proposed 
consolidation  of  the  HRSA  programs.    Without  further  elaboration  by  the 
Administration,  the  nursing  community  has  grave  concerns  about  the  proposed 
consolidation.   Thank  you  for  your  support  of  funding  for  nursing  programs  and  we  look 
forward  to  working  with  you  as  you  proceed  through  the  appropriations  process. 


STATEMENT  OF  THE  AMERICAN  HUMANE  ASSOCIATION 

The  American  Humane  Association,  The  Humane  Society 
of  the  U.S.,  the  Massachusetts  Society  for  the  Prevention 
of  Cruelty  to  Animals,  the  Society  for  Animal  Protective 
Legislation,  the  American  Society  for  the  Prevention  of 
Cruelty  to  Animals,  The  Doris  Day  Animal  League  and  the 
Council  for  Compassionate  Governance  request 
appropriations  in  the  amount  of  $12.3  million  for  FY'95 
for  the  Biological  Models  and  Materials  Research  Program, 
National  Center  for  Research  Resources  at  the  National 
Institutes  of  Health. 

The  Biological  Models  and  Materials  Research  (BMMR) 
Program  was  established  by  NIH  to  fulfill,  in  part,  the 
mandate  of  Congress  as  expressed  in  the  Health  Research 
Extension  Act  oc  1985  (P.L.  99-185)  and  the  NIH 
Revitalization  Act  of  1994  (PL-103-43) .  This  program  was 
established  to  provide  for  the  development  and  support  of 
non-mammalian  models,  such  as  cell  systems,  lower 
organisms,  and  non-biological  systems  for  biomedical 
research.  Non-mammalian  model  systems  can,  and  do, 
provide  opportunities  to  advance  the  understanding  of 
biological  processes,  and  may  provide  valuable  insights 
into  mechanisms  of  biological  function. 

The  President's  budget  request  for  FY'95  is  for  $10.3 
million  dollars. 

With  this  small  amount,  the  BMMRP  supports  various 
centers  through  grants  and  contracts  to  provide 
biomaterials  and  services  related  to  the  development  of 
nonanimal  alternatives  for  the  biomedical  research 
community.  For  example,  the  BMMRP  supports  the  American 
Type  Culture  Collection  which  distributes  150,000  cultures 
of  microorganisms  and  cell  lines  to  researchers  each  year. 
It  also  supports  the  Caenorhabditis  Genetics  Center  which 
maintains  and  distributes  over  1800  mutant  strains  of  the 
nematode,  Caenorhabditis  eleqans.  This  small,  simple 
roundworm  is  used  for  research  in  genetics,  development, 
aging,  muscle  biology,  neurobiology,  and  the  complex 
genome  project. 

In  addition,  the  current  budget  request  will  only  be 
able  to  fund  the  current  29  Research  Project  Grants.  No 
new  programs  will  be  added. 
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The  small  grants  program  which  awarded  grants  for  1- 
year  at  $50,000  each  for  pilot  projects  aimed  at 
developing  non-mammalian  models  was  dropped  after  funding 
29  grants  in  FY '92  and  '93  for  lack  of  funds  in  order  to 
review  effectively  these  projects. 

We  are  requesting  an  additional  $2  million  over  the 
current  budget  request  in  order  for  BMMRP  to  fund 
approximately  6  Marine  Facility  Centers  in  order  to 
develop  and  maintain  useful  aquatic  species  as  models  for 
biomedical  research.  The  additional  funds  must  be  new 
money  as  there  are  no  programs  which  can  currently  be  cut 
from  the  BMMR  Program.  As  you  can  see  there  are  no  small 
programs  they  can  delete.  Ultimately  this  small 
investment  will  result  in  savings  over  the  long  term. 
Reduced  animal  use  should  lower  the  costs  for  research. 


Those  of  us  in  the  animal  protection  community 
strongly  support  the  development,  validation  and  use  of 
alternatives  to  animals  in  testing.  (The  term 
alternatives  refers  to  the  reduction  of  the  numbers  of 
animals  used,  refinement  of  protocol  to  reduce  pain  and 
suffering  and  replacement  of  animals  with  appropriate  non- 
animal  models.)  The  Congress  has  supported  research  into 
the  development  of  alternatives  in  the  past  and  we  hope 
will  continue  to  do  so  by  increasing  the  funding  levels 
for  this  worthwhile  program. 


STATEMENT  OF  THE  AMERICAN  PEDIATRIC  SOCIETY 

The  American  Pediatric  Society,  the  Society  for  Pediatric  Research,  and  the  Association  of 
Medical  School  Pediatric  Department  Chairmen  represent  pediatric  researchers,  the  faculty  of 
medical  and  research  facilities,  and  the  leaders  of  all  U.S.  medical  school  pediatric 
departments,  who  are  committed  to  the  advancement  of  science  and  the  improvement  in  the 
quality  of  life  for  all  America's  children.    In  addition  to  the  specific  recommendations  listed 
below,  we  also  support  the  FY  95  budget  recommendations  presented  by  the  Coalition  For 
Health  Funding  on  overall  health  spending. 

RESEARCH  AND  RESEARCH  TRAINING 

As  we  begin  to  reform  our  health  care  system,  there  is  and  must  be  an  intimate,  necessary  and 
powerful  role  for  medical  research.   To  ignore  this  role  is  to  create  a  very  serious  deficit  in 
both  understanding  and  planning  for  the  fiature  health  care  in  this  country. 

Biomedical  research  may  not,  in  and  of  itself,  guarantee  cost  savings  in  the  delivery  of  health 
care;  however,  successful  control  of  disease  affecting  both  children  and  adults,  with 
accompanying  cost  reductions,  will  not  occur  without  recognition  of  the  necessity  of  coupling 
research  with  reforms  in  the  design  and  funding  of  health  care  delivery. 

Having  stated  that,  we  are  pleased  that  in  this  tight  budget  year,  the  NIH  was  provided  an 
increase.   However,  we  believe  that  a  further  investment  is  warranted.    We  are  supporting  the 
Ad  Hoc  Group  for  Medical  Research  Funding's  FY  95  NIH  request  of  $11.95  billion.   This 
amount  would  make  it  possible  for  NIH  to  fund  approximately  30%  of  new  and  competing 
renewal  research  project  grants,  which  is  essential  to  ensure  that  top-quality  research 
opportunities  are  not  missed.    In  recent  years  the  average  percentage  of  applications  funded 
has  been  about  25%,  and  in  some  NIH  institutes,  less  than  20%  of  applications  are  funded. 
This  is  far  below  the  40%  that  was  once  considered  acceptable. 

These  statistics  illustrate  the  size  of  the  impact  on  NIH,  but  cannot  possibly  illustrate  the  loss 
in  valuable  research  that  will  result,  for  pediatric  research  is  very  exciting  today.  This  is  true 
for  the  entire  spectrum  of  biomedical  and  behavioral  research  --  from  the  most  basic  to  the 
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clinical  and  applied  —  even  though  it  can  be  years  before  discoveries  and  developments  are 
incorporated  into  routine  patient  care.    For  example,  infants  bom  with  congenital  anomalies 
and  children  with  cancer  are  living  longer,  often  leading  productive  lives.    We  are  unlocking 
the  mysteries  of  the  normal  and  abnormal  development  of  cells,  giving  us  clues  to  possible 
interventions  which  would  save  more  children  from  suffering. 

At  the  instigation  of  Congress  five  years  ago,  the  National  Institute  of  Child  Health  and 
Human  Development  (NICHD)  established  the  Child  Health  Research  Centers  Program. 
During  the  past  five  years,  this  subcommittee  has  supported  that  program.    We  thank  you  for 
your  support.   This  program  has  been  enthusiastically  received  by  our  community  and  the 
competition  has  been  rigorous.    A  major  goal  of  this  program  is  to  develop  a  new  cadre  of 
rigorously  trained  pediatric  scientists,  which  is  vital  to  the  future  of  pediatric  research.    We 
ask  you  to  provide  sufficient  funds  to  finance  the  20  centers  at  $400,000  each,  which  is 
consistent  with  the  program's  objectives  and  the  intent  of  Congress. 

We  also  urge  you  not  to  forget  the  other  elements  of  research  support.    An  important  aspect 
of  research  is  the  clinical  and  applied  research  which  provides  the  necessary  testing  and 
transition  before  new  knowledge  is  incorporated  into  routine  patient  care.   NIH  provides 
crucial  funds  to  ensure  the  future  of  research  through  the  training  of  new  investigators.   The 
federal  investment  also  supports  the  research  environment,  including  equipment  and  facilities, 
information  management,  animal  resources,  general  clinical  research  and  other  mechaiusms  to 
facilitate  the  sharing  of  resources. 

Our  organizations  join  with  the  Ad  Hoc  Group  for  Medical  Research  Funding  in  requesting 
$1 1.95  billion  for  the  National  Institutes  of  Health.    We  also  join  with  the  Friends  of  NICHD 
in  asking  for  $775.28  million  for  that  institute. 

HEALTH  PROFESSIONS  TRAINING 

Now,  more  than  ever,  these  programs  are  vital  to  ensure  that  there  are  sufficient  numbers  of 
trained  primary  care  providers  to  serve  the  millions  of  new  people  anticipated  to  be  covered 
under  a  new  health  care  system.    Currently,  there  are  many  areas  of  this  country  without 
sufficient  physicians  to  provide  appropriate  care  for  our  infants,  children  and  adolescents.    If 
we  are  going  to  have  an  adequate  supply  of  primary  care  pediatricians  to  meet  the  anticipated 
demand  for  their  services,  then  we  must  protect  graduate  medical  education  funding  now. 

We  ask  that  this  subcommittee  to  continue  to  support  the  very  important  Title  VII  Primary 
Care  Training  Grants.   This  program  is  a  small,  but  crucial,  element  to  pay  for  the  training  of 
general  pediatricians.   An  important  aspect  of  this  program  is  to  allow  for  a  few  institutions  to 
develop  new  models  of  training  for  our  future  pediatricians.   The  fimding  for  this  program  has 
been  level  funded  or  decreased  almost  every  year  for  the  past  decade. 

Therefore,  it  is  urgent  that  this  subcommittee  provide  fxmds  for  the  General  Internal 
Medicine/General  Pediatrics  program  of  Title  VII.    We  recommend  $25  million  for  the  Title 
VII  Primary  Care  Training  Grant  General  Internal  Medicine  /  General  Pediatrics  program. 
We  also  support  the  recommendation  of  the  Health  Professions  and  Nursing  Education 
Coalition  of  an  overall  Title  VII  and  VIII  appropriation  of  $316.35  million. 

The  Public  Policy  Council  is  concerned  that  the  President's  FY  95  budget  request  proposes  to 
consolidate  the  health  professions  training  programs.    As  put  forth,  this  proposal  would 
require  a  legislative  change.    We  believe  that  prior  to  implementation,  these  programs  should 
first  be  studied,  reviewed,  and  streamlined  within  the  agency  by  the  administrator,  rather  than 
by  a  permanent  legislative  change.    With  health  care  reform  and  the  need  for  more  primary 
care  training  on  the  horizon,  it  might  be  short-sighted  to  make  this  change  at  this  time. 

Another  important  program  which  President  Clinton  seeks  to  expand  is  the  National  Health 
Service  Corps,  especially  the  scholarship  and  loan  repayment  program.    We  applaud  this 
initiative  and  agree  that  this  program  is  an  integral  part  of  national  efforts  to  increase 
opportunities  for  minorities  to  become  health  professionals.    Our  organizations  ask  that  this 
subcommittee  provide  $155  million  for  the  field  placement  program  and  the  scholarship  and 
loan  repayment  program. 
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CENTERS  FOR  DISEASE  CONTROL  AND  PREVENTION 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  is  a  unique  agency  within  the  Public 
Health  Service.    The  work  it  supports  affects  most  Americans.    For  infants  and  children,  for 
example,  it  supports  the  Childhood  Immunization  Program,  screening  and  prevention  activities 
for  lead  poisoning,  and  injury  control,  prevention  and  research.    We  are  concerned  that  the 
President  has  requested  level  funding  for  most  of  the  very  important  CDC  programs,  at  a  time 
when  prevention  is  the  focus  of  the  health  care  reform  debate.    We  believe  that  to  adequately 
support  the  activities  and  needs  of  the  CDC,  we  support  the  recommendation  of  the  CDC 
Coalition  of  a  funding  level  of  $2.5  billion  for  fiscal  year  1995. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

This  relatively  new  arm  of  the  Public  Health  Service  is  the  federal  government's  primary 
agency  responsible  for  medical  effectiveness  and  health  services  research.   It  also  supports  the 
training  of  new  health  service  researchers.    The  president  has  requested  $178,155  million  for 
FY  95,  which  should  begin  to  expand  the  agency  activities  to  the  level  necessary  to  make 
available  the  information  needed  for  informed  choices  about  health  care  reform. 

We  urge  vour  support  for  the  AHCPR  and  recommend  funding  it  at  $178.155  million  for 
fiscal  year  1995. 

SUMMARY 

We  thank  you  for  the  opportunity  to  present  the  recommendations  of  our  three  organizations 
for  all  programs  involving  research  and  research  training  and  the  financing  of  graduate 
medical  education. 

APPROPRIATION  REQUESTS 

Agency  for  Health  Care  Policy  and  Research  (AHCPR)  $178,155,000 

Centers  for  Disease  Control  and  Prevention  (CDC)  $2,500,000,000 

National  Health  Service  Corps  (NHSC)  $155,000,000 

National  Institutes  of  Health  (NIH)  $  1 1 ,950,000,000 

National  Institute  on  Child  Health 

and  Human  Development  (NICHD)  $775,280,000 

Primary  Care  Training  Grants  (Titles  VII  and  VIII)  $316,350,000 

General  Internal  Medicine/General  Pediatrics  $25,000,000 


STATEMENT  OF  THE  AMERICAN  PHYSIOLOGICAL  SOCIETY 

The  American  Physiological  Society  is  pleased  to  offer  its  comments  on  FY  1995  funding  for 
the  National  Institutes  of  Health.   My  name  is  Martin  Frank,  and  I  am  the  Executive 
Director  of  the  APS. 

I  would  first  like  to  express  my  appreciation  to  you,  Mr.  Chairman,  and  to  the  members  of 
the  Subcommittee,  for  your  consistent  efforts  to  achieve  the  highest  possible  funding  levels 
for  the  vital  research  conducted  at  NIH.   As  guardians  of  the  public  trust,  you  have 
recognized  the  importance  of  biomedical  research  by  investing  in  NIH.   APS  members 
recognize  the  responsibility  that  goes  with  your  trust,  and  we  seek  to  fulfill  it. 

The  APS  is  the  nation's  oldest  scientific  society  dedicated  to  medical  research,  and  we  now 
have  some  7,500  members.    The  Society  publishes  14  peer-reviewed  journals,  more  than  any 
Society  of  its  kind  in  the  world.    APS  scientists  conduct  research  on  the  functions  and 
dysfunctions  of  all  the  body's  systems  and  organs  --  heart,  lungs,  kidneys,  and  brain.  Our 
members  conduct  their  research  at  medical  schools,  universities,  hospitals,  and  in  industry. 
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APS  also  plays  a  key  role  in  medical  education,  and  we  are  concerned  about  and  active  in 
the  area  of  general  science  education.   Our  Society  has  been  vigorous  in  its  efforts  to 
promote  access  to  careers  in  research  and  teaching  for  minorities  and  women. 

At  a  time  when  reform  of  the  health  care  system  is  a  central  focus  of  national  policy,  I  am 
pleased  to  have  the  opportunity  to  speak  on  behalf  of  medical  research  and  to  express  the 
American  Physiological  Society's  views  on  this  subject.    I  earnestly  believe  -  as  I  am  sure 
that  you  do  —  that  a  strong  program  of  medical  research  is  a  key  to  giving  the  American 
people  a  better,  healthier,  and  longer  life. 

From  this  perspective,  the  APS  has  been  very  disappointed  to  see  so  little  about  medical 
research  in  the  health  care  reform  proposals  presented  to  date.    Federally  supported  medical 
research  must  be  integrated  into  health  care  reform  rather  than  added  as  an  afterthought  if  we 
are  to  maximize  the  short  and  long-term  benefits  our  nation  can  derive  from  our  health 
dollars. 

Applied  medical  research  offers  great  promise  for  reducing  the  chronic  care  costs  for  such 
conditions  as  AIDS,  diabetes,  heart  disease,  and  arthritis,  which  are  a  heavy  financial  burden 
on  the  entire  system.    Some  health  problems  can  be  addressed  directly  where  the  knowledge 
base  is  in  place  and  the  technology  is  available.    However,  in  many  cases  we  do  not  yet 
know  the  basic  information  required  to  find  the  answers  to  critical  health  problems. 
Therefore,  we  urge  you  to  continue  the  historical  tradition  of  NIH  support  for  a  far-reaching 
program  of  research  into  fundamental  biological  principles,  as  well  as  targeted  attacks  on 
specific  problems. 

The  development  of  real  cures  will  not  occur  solely  by  directing  funds  narrowly  to  a 
particular  disease  or  symptom.   Time  and  again  medical  breakthroughs  have  been  derived 
from  research  that  was  aimed  at  gaining  a  fundamental  understanding  of  nature  without  any 
immediate  relevance  to  a  specific  disease  or  disease  process.   The  genius  of  the  NIH  system 
is  that  it  has  brought  about  so  much  medical  progress  by  harnessing  and  coordinating  the 
power  of  both  basic  and  applied  research. 

APS  is  concerned  that  the  President's  budget  would  leave  NIH  with  nearly  100  fewer  grants 
in  FY  1995  than  in  FY  1994.   NIH  will  face  a  unique  set  of  circumstances  next  year  because 
the  policy  decision  to  shorten  grant  lengths  has  led  to  an  unusually  large  number  of  grants 
being  scheduled  to  be  submitted  for  competing  renewals  in  FY  1995.   The  President  has 
made  a  significant  effort  to  address  this  issue,  but  the  total  number  of  grants  will  still 
decline.   The  Society  urges  this  Subcommittee  to  give  special  attention  to  this  matter  so  that 
NIH  can  maintain  its  portfolio  of  ground-breaking  research. 

We  are  also  concerned  that  the  President  has  proposed  $122  million  in  "delayed  obligations." 
This  is  a  dangerous  practice  because  it  pushes  actual  spending  into  a  future  fiscal  year.    We 
urge  you  to  follow  your  own  good  instincts  about  resisting  the  temptation  to  spend 
tomorrow's  money. 

For  a  more  detailed  exposition  of  our  community's  views,  the  APS  commends  to  you  the 
recommendations  of  the  FASEB  Consensus  Conference  and  the  Ad  Hoc  Group  for  Medical 
Research  Funding.   These  organizations  are  recommending  a  substantial  increase  in  the  NIH 
budget  in  FY  1995  to  ensure  that  our  nation  can  make  the  medical  progress  that  we  need 
now  more  than  ever. 

APS  is  also  concerned  about  what  we  assume  are  unintended  negative  consequences  that  we 
anticipate  because  of  the  new  A-21  indirect  cost  reimbursement  regulations  that  went  into 
effect  on  January  1.   The  new  regulations  will  mean  that  at  some  institutions  where  animal 
care  costs  were  previously  covered  by  indirect  costs,  researchers  now  have  to  pay  those  costs 
with  direct  grant  funds. 
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As  you  know,  NIH  has  been  quite  strict  in  recent  years  in  paring  down  research  budgets. 
We  do  not  yet  know  how  many  researchers  will  be  adversely  affected,  but  the  greatest  effects 
will  be  felt  by  those  who  work  with  large  animals,  that  is,  those  species  that  are  crucial  to 
bringing  basic  research  to  the  bedside.    Not  surprisingly,  large  animals  are  expensive  to 
maintain,  but  their  use  is  essential  to  fulfilling  the  commitment  of  medical  researchers  to  the 
public  welfare. 

I  urge  you  to  look  into  this  issue.    It  may  be  necessary  to  ease  the  transition  through  the 
allocation  of  additional  funds  or  by  allowing  continuing  grant  renewals  to  exceed  the  4% 
increase  limitation  imposed  by  NlH's  cost  management  plan  if  adjustments  in  animal  care 
budgets  or  other  indirect  charges  must  be  made. 

Let  me  return  to  the  issue  of  basic  research.    Science  magazine  recently  provided  a  good 
illustration  of  how  basic  research  pays  off  with  its  selection  of  p53,  as  its  "molecule  of  the 
year."   The  story  of  p53  is  a  perfect  example  of  how  several  avenues  of  wide-ranging  basic 
research  can  ultimately  converge  in  a  discovery  that  revolutionizes  our  understanding  of  a 
devastating  disease. 

p53  was  first  discovered  in  1979  through  basic  research  on  cellular  function.   TTiough  this 
protein  was  not  thought  to  be  particularly  important  or  significant  to  our  long-term 
understanding  of  cancer  per  se,  it  was  soon  discovered  that  p53  actively  promotes  the  growth 
of  many  tumors.   Then,  in  1989  researchers  pursuing  the  genetic  causes  of  colorectal  cancer 
discovered  a  mutation  in  p53  associated  with  that  tumor,  and  the  explosion  began.    Now  p53 
is  recognized  as  one  of  the  most  commonly  mutated  genes  in  human  tumors.    Various 
research  groups  have  now  documented  51  types  of  human  cancer  involving  mutations  of  p53. 
Remarkably,  the  most  recent  research  seems  to  show  that,  in  addition  to  causing  cancer  in  its 
mutated  form,  the  correctly  functioning  p53  gene  may  also  protect  the  body  from  cancer. 

At  present  the  spotlight  is  on  p53,  as  scientists  try  to  determine  its  role  both  in  cancer 
prevention  and  causation.    Obviously,  it  is  everyone's  hope  that  we  will  be  able  to  devise 
clinical  applications,  such  as  molecular  or  immunological  therapy  for  cancer,  or  even  a 
cancer  vaccine.   This  will  require  continued  vigorous  efforts  of  biomedical  investigators 
using  techniques  of  molecular  biology,  physiology,  pharmacology,  whole  animal  studies,  and 
clinical  trials.    One  gene  therapy  trial  for  patients  with  advanced  lung  cancer  is  already  in  the 
planning  stages  and  is  expected  to  take  place  next  year. 

Mr.  Chairman,  I  hope  that  my  comments  will  assist  you  and  your  Subcommittee  in  your 
efforts  to  obtain  support  for  health  related  research  in  the  United  States.   I  know  that  you 
have  been  a  leader  in  supporting  NIH  research.   The  appointment  of  Harold  Varmus  gives 
NIH  a  dynamic  new  leader.   He  is  eager  to  take  advantage  of  the  best  scientific  opportuni- 
ties, and  the  medical  research  community  is  eager  to  work  with  him. 

With  this  support  in  Washington,  I  pledge  the  continued  efforts  of  the  American  Physiologi- 
cal Society  in  pursuit  of  the  goal  of  a  healthier  America. 

I  thank  you  for  allowing  me  to  present  the  views  of  the  American  Physiological  Society. 


STATEMENT  OF  THE  AMERICAN  PUBLIC  POWER  ASSOCL^TION 

The  American  Public  Power  Association  (APPA),  the  national  service  organization 
representing  more  than  1 ,750  local,  publicly  owned  electric  utility  systems,  submits  this 
statement  to  the  Senate  Appropriations  Subcommittee  on  Labor,  Health  and  Human 
Services,  Education  and  Related  Agencies  concerning  appropriations  for  fiscal  year  1995. 
Our  comments  will  focus  on  the  Low  Income  Home  Energy  Assistance  Program 
(LIHEAP). 
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APPA  opposes  the  Administration's  request  to  cut  funds  already  appropriated  to  LIHEAP 
by  over  50  percent  to  $730  million  and  deferring  $745  million  of  this  advanced  funding 
to  FY  1996.  APPA  also  opposes  the  Administration's  proposal  to  change  LIHEAP's 
program  year  to  coincide  with  the  federal  government's  October  1  -  September  30  fiscal 
year.  APPA  supports  full  funding  of  $1.475  billion  for  LIHEAP's  1995  program  year 
(June  30,  1994  to  Julv  1.  1995;>  and  advanced  funding  of  at  least  $1.475  billion  for 
M heap's  1996  program  year. 

Last  winter  5.2  million  low-income  households  participated  in  LIHEAP.  More  than  70 
percent  of  these  households  had  an  average  annual  income  of  less  than  $8,000  with  the 
majority  being  senior  citizens  or  single-parent  households.  The  average  grant  per 
household  was  $215.  A  reduction  in  LIHEAP  funds  by  $745  million  would  mean  that 
2.6  million  fewer  households  could  participate  in  this  vital  program. 

The  severity  of  the  1994  winter  serves  to  remind  us  that  LIHEAP  is  still  an  important 
lifeline  to  millions  of  low-income  families.    As  a  result  of  the  cold  weather,  states  needed 
to  supplement  the  $1,437  billion  already  appropriated  for  LIHEAP  for  FY  1994.  The 
need  was  so  great  that  Congress  authorized  the  Department  of  Health  and  Human 
Services  to  release  up  to  $300  million  in  existing  LIHEAP  emergency  funds  to  states 
impacted  by  this  winter's  severely  cold  weather.    A  50  percent  reduction  would  only 
serve  to  erode  LIHEAP's  purpose  and  place  heavier  burdens  on  the  states  to  help  their 
low-income  residents. 

We  realize  that  the  budget  is  tight  and  everyone  wants  a  piece  of  the  shrinking  pie. 
However,  a  50  percent  reduction  in  LIHEAP  funding  would  not  ordy  undermine  a  critical 
social  program,  it  will  put  millions  of  disadvantaged  households  ~  especially  those  with 
small  children  -  at  risk.  The  sad  fact  remains  that  many  low-income  households  are 
forced  to  choose  between  either  putting  food  on  the  table  or  heating  the  home. 

niSPRLLING  THE  MYTHS 

There  have  been  may  reasons  given  to  rationalize  cutting  the  LIHEAP  program.  One 
used  repeatedly  by  the  Administration  is  that  because  residential  energy  costs  have 
decreased  substantially,  LIHEAP  is  not  as  critical  a  program  now  as  it  was  in  the  1970's 
and  early  1980's.  While  some  energy  costs  such  as  fiiel  oil  have  declined  somewhat, 
low-income  customers  continue  to  pay  a  larger  percentage  of  their  household  income  for 
energy.  The  average  low-income  household's  energy  burden  (the  percentage  of  the 
household's  income  used  to  pay  for  all  home  energy  costs)  is  three  to  four  times  what 
other  households  pay  ~1 1.8%  versus  3.2%,  respectively. 

Another  rationalization  for  cutting  LIHEAP  dollars  is  that  block  grant  programs  such  as 
Head  Start  need  additional  funding.  While  APPA  agrees  that  Head  Start  is  an  important 
program,  taking  money  away  from  the  poorest  people  to  fund  Head  Start  is  counter- 
productive. If  over  50  percent  of  LIHEAP  recipients  are  forced  to  live  in  dark,  cold 
homes,  how  can  their  children  be  expected  to  do  well  in  school?  Furthermore,  LIHEAP 
has  contributed  more  than  its  share  to  deficit  reduction  during  the  last  8  years,  suffering  a 
cumulative  loss  of  over  $4  billion  in  funding  and  almost  4  million  households  served. 

There  is  also  the  perception  that  LIHEAP  is  a  utility  subsidy  program.  This  is  not  true. 
The  consumer,  not  the  utility,  is  the  recipient  of  the  benefits  of  LIHEAP  and  needs  this 
assistance  to  maintain  a  safe  living  environment.  Public  power  systems  across  the 
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country  support  various  programs  to  provide  assistance  to  their  low-income  and  fixed- 
income  customers.  Not  only  do  they  provide  special  rates  for  low-income  households, 
many  public  power  systems  have  begun  residential  conservation  and  demand  side 
management  programs  designed  to  reduce  energy  consumption.  However,  the  need  for 
full  federal  funding  of  LIHEAP  is  critical  to  ensure  tliat  all  tliose  in  need  of  energy 
assistance  receive  it. 

Energy  is  an  essential  service  in  providing  and  achieving  a  safe  living  environment  and 
an  adequate  standard  of  living.  LIHEAP  was  created  as  a  means  of  providing  low- 
income  families  assistance  in  meeting  their  energy  needs.  Absent  significant  funding, 
LIHEAP  will  be  unable  to  fully  meet  tliis  goal.  Therefore,  APPA  urges  the  subcommittee 
to  appropriate  at  least  $1,475  billion  for  LIHEAP's  1996  program  year  and  to  disapprove 
any  deferral  of  previously  appropriated  LIHEAP  funds. 

Thank  you  for  this  opportunity  to  testify,  and  thank  you  for  your  previous  support  of 
LIHEAP  funding. 


STATEMENT  OF  THE  AMERICA'S  PUBLIC  TELEVISION  STATIONS 

Public  television  represents  the  first  stage  of  a  national  information  infrastructure  that  is 
committed  to  the  national  education  goals.    It  is  an  institution  consisting  of  350  local,  community- 
based  telecommunications  centers  financed  largely  by  their  local  communities,  which  possess  the 
expertise  to  use  the  most  appropriate  technology  to  serve  their  respective  community's  educational 
and  informational  needs. 

Public  television's  reach  and  access  are  unrivaled.    Ninety-nine  percent  of  U.S.  television 
households  receive  free,  educational  programming;  160  million  people  watch  each  month;  30 
million  K-12  students  in  3  out  of  4  schools  have  access  to  instructional  programming;  and  2  out  of 
3  colleges  enroll  a  total  of  300,000  college  students  per  semester  in  telecourses  for  credit  through 
their  local  stations. 

The  educational  strength  of  public  television  is  its  ability  to  reach  those  who  need  and  want  to 
learn.    Educational  programming  services  may  consist  of  primetime  programming  watched  by  an 
entire  family  in  the  home,  interactive  programming  used  in  a  business  or  community  center 
setting,  or  instructional  programming  to  be  used  in  the  classroom  with  special  materials  to  assist 
teacher,  parent  and  student. 

Example:    WLRN,  Miami's  popular  homework  hotline  series,    Dial-A-Teacher,   received  a  stale 
School  Bell  Award  from  the  Florida  Education  Association  tJniled  for  Best  Public  Service  Program 
in  a  major  market.  The  series  features  Dade  County  Public  School  teachers  giving  homework  help. 
WSWP,  Beckley,  West  Virgirtia  maintains  a  similar  program,  Homework  Hotline,  for  area 
students  stumped  by  their  homework  assignments  in  math  and  science. 

Public  television's  local  public-private  partnerships  with  community  and  business  groups  use 
public  television  as  a  centerpiece  for  community  action  on  problems  such  as  drug  abuse,  illiteracy, 
and  child  abuse. 

Example:  'Teens  Talk  AIDS",  an  Arkansas  AETN  production  featuring  discussion  by  teens  about 
what  they  know  about  AIDS  and  the  HIV  virus,  includes  important  information  about  how  one 
can  and  cannot  contract  AIDS.  The  emphasis  is  clear-cut  and  non-threatening,  and  phone  numbers 
are  provided  for  further  confidential  information. 

Public  television  is  inclusive.    It  seeks  out  diverse  points  of  view  through  independent  producers 
and  its  related  multicultural  minority  consortia  as  well  as  through  its  station-based  activities.   The 
missions  of  local  stations  are  to  serve  their  communities  and  expand  the  reach  of  educational 
programming  particularly  to  otherwise  underserved  audiences  or  those  with  special  needs. 

Example:  Iowa  Public  Televisiott  produced  "Our  Future  Selves:  Aging  in  Iowa,"  a  live,  interactive 
special  including  segments  on  a  variety  of  issues  affecting  older  lowans  and  their  extended 
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families.  Topics  include  health,  social,  work,  legal  and  financial  issues.  Originating  from  IPTV's 
studios,  the  program  was  televised  simullaneousli/  on  16  commercial  stations  throughout  the  state. 

Public  lelevision  currently  provides  a  programming  service  committed  to  educating  and 
informing  the  public  in  sciences,  geography,  literature,  the  arts,  math,   public  affairs  and  culture. 
This  service  is  used  by  81  percent  of  all  American  households — a  service  which  the  American 
public  values,  in  survey  after  survey,  stating  that  it  is  more  "important,"  "informative," 
"interesting"  and  "educational"  than  other  media  choices. 

Federal  support  remalits  essential  to  preserving  universal  access  lo  the  opportunity  for  lifelong 
learning  through  a  high  quality  noncommercial  television  service.    Public  television  stations 
match  every  federal  dollar  with  five  to  sU  dollars  from  other  sources.   The  unrestricted  nature  of 
federal  funding  Is  particularly  important  among  the  many  public  television  stations  licensed  to 
educational  institutions,  where  the  institution  can  provide  facilities  and  staff,  but  may  not  have 
the  discretionary  resources  necessary  for  programming. 

Federal  funding  also  assures  programs  reach  their  full  educational  potential —  through 
"multiversioning"  (finding  new  ways  to  package  existing  materials  so  they  are  most  useful  to 
different  age  groups)  and  through  adapting  new  technologies  to  achieve  educational  purposes. 

Basic  funding  for  CPB  enables  public  television  to  develop  programming  for  preschoolers  and 
training  daycare  providers  through  Head  Start  programs  and  "Ready  to  Learn"  initiatives.  Our 
effectiveness  in  reaching  this  target  audiences  is  evident  in  a  33  percent  increase  in  the  past  year  in 
preschool  viewers  of  public  television  programming. 

Example:  South  Carolina  ETV  created  the  Early  Childhood  Professional  Development   Network  s, 
a  satellite-based  s\/slem  to  provide  needed  training  live  to  Head  Start  teaching  teams  in  11  states. 
For  three  years,  this  service  will  make  available  training  in  education,  health,  social  services  and 
parent  involvement  to  1,050  Head  Start  teachers  . 

Increased  funding  v^dl!  allow  public  television  to  develop  new  instructional  lelevision 
programming  for  elementary  and  secondary  schools  to  use  in  meeting  national  educational  goals. 
It  will  also  allow  production  and  distribution  of  Mathline — a  full  schedule  of  programming  and 
support  materials  for  teaching  and  learning  mathematics. 

With  increased  funds,  public  television  can  reinforce  its   efforts  to  encourage  and  motivate  adults 
lo  learn  lo  read.    Project  Literacy  US  (PLUS),  in  its  eighth  year,  has  made  a  measurable  difference  in 
assisting  those  needing  literacy  training. 

Example:  WPSX,  Clearfield,  Pennsylvania  supports  education  not  only  through  quality 
programming,  but  also  by  teaming  up  with  organizations  like  the  Kettering  Foundation  to 
promote  the  National  Issues  Forums  Literacy  Program  in  Pennsylvania.   This  partnership,  funded 
through  a  Pennsylvania  Department  of  Education  grant  was  formed  three  years  ago  to  give  adult 
basic  education  students  who  read  at  about  a  fifth  to  eighth-grade  level  a  chance  to  improve  their 
reading  skills. 

Public  television's  cooperalive  work  with  business  and  education  leaders  to  use  video-based 
vocational  and  instructional  courses  lo  train  workers,  teachers  and  demobilized  military  personnel 
can  be  expanded  with  additional  funds.  Training  can  be  conveyed  directly  to  the  workplace  or 
other  sites,  as  PBS  and  stations  are  already  doing  in  selected  cities  through  The  Business  Channel. 

Example:    Springfield.  Missouri  has  undergone  major  changes  in  the  job  market  over  the  past 
three  years.  Once  considered  a  major  industrial  area,  the  area  is  now  considered  to  be  an  important 
medical  community  as  well  as  one  of  the  top  tourist  areas  in  the  country.   When  the  factories  began 
leaving  the  area,  Ozarks  Public  Television  aired  a  live  call-in  special  focusing  on  the  local  economy 
and  job  retraining  programs  available.  The  station  also  has  had  seminars  and  videoconferences 
that  give  participants  the  opportunity  to  gain  additional  information  on  how  to  increase  their  job 
skill  levels. 

Public  television  adapts  new  technologies  for  educational  use;  makes  them  accessible  to  schools, 
teachers  and  learners;  creates  programs  that  expand  the  use  of  interactive  educational  technologies; 
and  trains  teachers  to  use  these  new  technologies  effectively.   One  example  is  the  intriguing 
interactive  version  of  The  MacNeil/Lehrer   NewsHour   which  has  been  developed  in  conjunction 
with  Apple  Computer  Corporation.    Learners  can  watch  full  frame  video  and  then  explore  topics 
raised  in  the  news  program  through  interactive  video  and  databases. 
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Example:  WHA,  Madison  has  managed  a  second,  cable  channel  for  about  ihirteen  years.  WHA  uses 
the  cable  channel  as  an  alternative  to  the  over-the-air  schedule  and  features  primarily  how-to, 
foreign-language  and  adult-education  courses  produced  inexpensively  at  the  University  of 
Wisconsin's   Madison   campus. 

America's  Public  Television  Stations  are  requesting  an  appropriation  of  $345  million  for  the 
Corporation  for  Public  Broadcasting  for  FY  1997,  which  is  necessary  to  maintain  current  services,  to 
sustain  an  important  beginning  in  addressing  the  challenge  of  preparing  children  to  enter  school 
ready-to-leam,  and  to  begin  to  make  contributions  in  the  other  identified  areas  of  pressing  national 
concern.    The  appropriation  v^rouid  contribute  to  meeting  national  educational  objectives  through 
local  public  television  and  radio  stations,  and  permit  radio  to  pursue  additional  services  for 
minority  audiences,  rural  audiences  and  audiences  in  currently  unserved  areas.    Of  this  request, 
about  $15  million  would  be  committed  to  extending  the  demonstration  of  a  Ready-to-Leam  Service 
to  more  sites  nationwide. 

America's  Public  Television  Stations  are  requesting  an  appropriation  of  $32  million  for  the  Star 
Schools  program  for  FY  1995.   This  program  has  embarked  the  nation  on  a  new  avenue  of 
educational  delivery.    It  has  harnessed  the  power  of  state-of-the-art  technology  to  provide  high 
quality  interactive  instruction  to  students  in  urban  and  rural  areas  who  would  otherwise  have  no 
access  to  coursework  such  as  physics  or  Japanese.  Our  proposed  increase  would  bring  this 
opportunity  to  other  schools  in  desperate  need  of  cost-effective  ways  to  increase  student 
achievement  in  core  subject  areas. 

America's  Public  Television  Stations  supports  the  Administration's  request  of  $10  million  for  the 
Ready  to  Learn  initiative  in  the  Department  of  Education  and  encourages  full  funding  of  the 
program  at  $25  million  (the  current  authorized  level)  should  the  funds  be  available  for  FY  1995. 
Preparing  children  to  learn  is  a  major  national  issue.     Public  television  encourages  the  full 
appropriation  as  a  supplement  to  the  funds  committed  through  CPB  to  develop,  test  and 
implement  a  national  ready-to-leam  programming  service.   The  need  is  great  to  expand  the 
content  and  reach  of  this  service  through  national  services  and  local  community  assistance. 

America's  Public  Television  Stations  encourage  the  committee  to  fully  support  the  request  by  the 
Administration  for  $50  million  in  new  initatives  for  educational  technology.    These  initiatives 
offer  an  opportunity  to  extend  high  quality  educational  experiences  to  all  citizens  in  a  cost  effective 
manner.    Several  pieces  of  pending  legislation  (including  the  ESEA  reauthorization  and  S.  1040)  in 
both  the  House  and  the  Senate  have  major  education  technology  components;  and  the  Vice 
President's  recent  statements  indicate  that  the  Congress  and  the  Administration  are  in  agreement 
in  the  federal  role  in  educational  technology  infrastructure. 


STATEMENT  OF  THE  AMERICAN  SOCIETY  FOR  MICROBIOLOGY 

The  American  Society  for  Miaobiology  (ASM)  would  like  to  submit  the  following 
statement  for  the  record  on  the  Fiscal  Year  1995  budget  for  the  Centers  for  Disease 
Control  and  Prevention  (CDC).  The  ASM  is  the  largest,  and  oldest  life  science  society 
in  the  world,  with  an  active  mentiership  of  40,000.  Our  ment)ers  are  involved  in 
basic  and  applied  research  and  work  in  clinical  and  public  health  laboratories, 
academia,  industry,  and  government  sen/ice.  The  ASM  recognizes  the  severe  budget 
constraints  Congress  faces  this  year  and  understands  the  difficult  decisions  and 
choices  which  will  need  to  be  made.  However,  the  ASM  believes  the  budget  for  the 
CDC  should  be  a  high  priority  for  the  nation  and  recommends  that  Congress  adopt  the 
FY  1995  budget  proposal  for  the  CDC  which  has  been  developed  by  the  CDC 
Coalition.  The  CDC  Coalition  is  comprised  of  a  diverse,  broad-based  group  of 
organizations  who  are  committed  to  improving  the  public's  health  with  cost-effective 
prevention  and  control  strategies.   For  FY  1995,  the  ASM  and  the  CDC  Coalition  are 
reconmending  Congress  appropriate  $2.5  billion  for  the  CDC  overall,  and  $125  million 
for  the  CDC  to  adequately  address  the  growing  spread  of  infectious  diseases. 

Based  on  the  professional  expertise  of  our  membership  in  the  diagnosis, 
prevention,  and  control  of  infectious  disease,  we  would  like  to  focus  our 
recommendations  for  the  CDC  on  the  high  priority  programs  of  the  National  Center  for 
Infectious  Diseases  (NCID),  one  of  the  Centers  of  the  CDC.   NCID's  mission  is  to 
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investigate,  diagnose,  prevent,  and  contain  unnecessary  disease  and  death  caused  t>y 
infectious  diseases. 

The  CDCs  abtility  to  detect,  contain  and  prevent  emerging  infectious  diseases  is 
in  jeopardy.   In  1993  alone,  the  nation's  newspaper  headlines  vjere  aowded  with 
incidences  of  serious,  sometimes  deadly,  outbreaks  of  infectious  diseases.   Individuals 
in  Seattle,  V\^shington,  San  Diego,  California  and  in  many  other  locations  were 
exposed  to  bacterially  contaminated  hamburger  meat  {E.cdi  0157:H7)  which  produced 
countless  illnesses  and  was  responsible  for  the  deaths  of  over  a  dozen  children.  A 
water  supply  contaminated  with  Cryptosporidium  in  Milwaukee,  VN^sconsin 
incapadtated  an  entire  metropolitan  area  (approx.  370,000)  with  severe  diarrtiea,  and 
causing  some  4,100  hospitalizations.  An  emerging  pathogen,  hantavirus  has  been 
implicated  in  the  deaths  of  over  37  individuals,  first  identified  in  the  Southwestem 
United  States,  it  has  now  spread  to  16  states.   Prevention  of  infectious  diseases  is 
possible,  necessary  and  proves  to  be  cost-effective.  A  lack  of  funds  threatens  to 
reduce  the  vigilance  and  comrritment  of  the  public  health  service,  specifically  at  the 
Centers  for  Disease  Control  and  Prevention  (CDC),  leaving  the  nation  vulneratjle  to  a 
wide  array  of  new,  imported  and  re-emerging  infectious  diseases. 

Costs  associated  with  infectious  diseases  could  t»e  reduced  by  early  detection 
and  control.   For  example,  pneumococcus  bacteria  alone  cause  hundreds  of 
thousands  of  cases  of  pneumonia  in  the  United  States  each  year.  These  bacteria  are 
also  responsible  for  half  of  the  30  million  annual  office  visits  to  American  pediatricians 
for  treatment  of  earaches,  resulting  in  20  million  prescriptions  for  antibiotics  and  $1 
billion  in  direct  medical  expenses.  Two  million  Americans  pick  up  an  infection  within  a 
hospital  setting,  and  more  than  50,000  die  from  these  complications.  These  hospital 
acquired  infections  add  $30  billion  to  the  hospital  care  b\\\.  Salmonella,  just  one  of 
many  foodbome  illnesses,  has  also  increased,  doubling  since  1960's,  with  over  4 
million  cases,  1 ,000  deaths  and  at  a  cost  of  $1  tnllion  a  year.   During  this  period  of 
increased  miaobial  activity,  CDC  s  woricforce  and  its  budget  for  infectious  diseases, 
unrelated  to  AIDS  and  TB,  has  actually  declined  about  20  percent  since  1980. 

The  Administration's  request  for  Fiscal  Year  (FY)  1995  includes  $49  million  for 
the  infectious  disease  line  (other  than  HIV/AIDS  and  tutjerculosis)  at  the  CDC,  the 
same  amount  appropriated  in  FY94.  This  is  woefully  inadequate  to  address  the 
problem  of  new  and  re-emerging  infectious  diseases  which  represent  an  urgent  threat 
to  the  health  and  safety  of  the  United  States  public.  The  ASM,  and  the  CDC  coalition 
which  represents  over  75  health  related  organizations,  recommend  infectious  disease 
activities  at  the  CDC  be  ftjnded  at  a  level  of  $125  million  to  begin  addressing  the 
problem  of  new  and  re-emerging  infectious  diseases. 

Scientists  have  identified  "neW"  infectious  diseases  in  the  past  decade  including, 
HIV/AIDS,  Legionnaires  disease,  toxic  shock  syndrome  (TSS),  Lyme  disease,  and 
Hantavirus  pulmonary  syndrome.   Research  has  also  recently  revealed  that  some 
common  illnesses,  such  as  peptic  ulcers,  are  caused  by  infectious  agents 
{Helicobacter  pylori).   Diseases  such  as  cervical  cancer  and  chronic  liver  disease  have 
been  strongly  linked  to  infectious  agents. 

Increased  fijnding  of  infectious  disease  activities  at  the  CDC  will  improve  and 
expand  the  nation's  surveillance,  research  and  prevention  capabilities  and  promote  the 
detection,  monitoring  and  investigation  of  infectious  diseases.   Intervention  strategies 
need  to  be  developed  by  the  CDC  and  applied  to  prevent  the  emergence  of  new 
infectious  diseases,  including  improving  diagnostic  capat)ilities  and  laboratory 
techniques. 

A  greatly  strengthened  domestic  and  global  surveillance  system  at  the  CDC 
would  increase  the  current  ability  to  track  the  prevalence  of  infectious  diseases, 
facilitate  laboratory  and  epidemiological  research,  document  disease  outbreaks,  and 
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provide  timely  and  urgent  intervention  activities.  Surveillance  is  the  single  most 
important  tool  for  discovering  which  infectious  disease  is  causing  what  public  health 
problem  and  determining  which  intervention  strategy  will  work.   It  provides  answers  to 
questions  of  mortality,  morbidity,  costs,  success  and  failure  of  particular  intervention 
strategies,  and  provides  insight  to  research  which  is  still  needed  to  solve  a  particular 
problem.  CDC/NCID  has  the  important  and  unique  role  of  researching  and  applying 
latxjratory  and  epidemiological  tools  to  public  health  problems.  V\^thout  adequate 
surveillance,  the  spread  of  infectious  diseases  continues  unabated,  causing  additional 
resources  to  be  expended  treating  infectious  diseases,  rather  than  preventing  them  in 
the  first  place. 

MiCTobial  drug  resistance  also  represents  a  public  health  crisis  which  is  causing 
treatment  failure  and  much  higher  health  costs.  New  dmg  resistant  bacterial  infections 
include  staph,  pneumonia,  strep,  tut3erculosis,  dysentery,  and  other  diseases  that  are 
costly  and  difficult,  if  not  impossible  to  treat.  This  serious  problem  is  not  being 
adequately  addressed  by  the  CDC  because  of  lack  of  funds. 

Funding  the  CDC  infectious  disease  activities  at  $125  million  is  appropriate  to 
help  protect  the  U.S.  population  from  the  threat  of  emerging  infections.  The  public 
health  infrastnjcture  in  the  U.S.  has  been  neglected  and  has  helped  spur  the  recent 
re-emergence  of  measles,  a  vacdne-preventable  childhood  illness,  and  the  rise  in 
tuberculosis,  especially  multi-dnjg  resistant  TB.  The  ASM  recommends  an  investment 
in  infectious  disease  prevention  as  a  far  less  costly  activity,  compared  to  treatment,  in 
both  human  suffering  and  health  care  dollars.   Expensive  treatments  or  containment 
measures  are  reactive  responses  to  infectious  agents.   However,  surveillance, 
laboratory  research  and  training,  epidemiologic  investigations  and  integrated 
prevention  and  control  strategies  can  ensure  the  public  health  system  is  prepared  to 
respond  to  new  and  re-emerging  infectious  diseases.  Thank  you  very  much  for  giving 
the  ASM  this  opportunity  to  alert  you  to  the  growing  public  health  problem  of  new  and 
re-emerging  infectious  diseases  and  the  funding  situation  at  the  CDC/NCID.   If  the 
ASM  can  assist  you  in  any  way  as  the  Appropriations  Committee  continues  its 
deliberations,  please  contact  us. 


STATEMENT  OF  THE  AMERICAN  SOCIETY  OF  CLINICAL 

ONCOLOGY 

The  American  Society  of  Clinical  Oncology  (ASCO)  is 
pleased  to  submit  comments  to  the  Subcommittee  regarding  the 
clinical  cancer  research  program  supported  by  the  National  Cancer 
Institute  (NCI) .   ASCO  is  a  national  medical  specialty  society 
representing  9,300  cancer  specialists  involved  in  patient  care 
and  clinical  research. 

Clinical  research  is  the  means  by  which  laboratory 
findings  are  translated  into  medical  practice.   Funding  clinical 
research  not  only  provides  an  opportunity  to  maximize  our 
investment  in  basic  science,  but  also  presents  an  opportunity  for 
improved  outcomes  in  patients  with  serious  diseases  for  whom 
traditional  therapies  have  failed. 

For  people  with  cancer,  treatment  in  the  context  of  a 
clinical  trial  often  provides  the  best  available  care.   NCI  has 
recognized  the  importance  of  making  clinical  trials  broadly 
available  to  cancer  patients  by  developing  a  strong  national 
network  involving  the  Clinical  Cooperative  Groups,  the  Community 
Clinical  Oncology  Program,  and  the  Centers. 

To  sustain  this  essential  clinical  trials  network,  we 
must  encourage  more  oncologists  to  pursue  clinical  research 
careers,  and  we  must  ensure  they  have  the  resources  to  explore 
new  ideas.   To  accomplish  these  goals,  we  must  remove  obstacles 
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to  the  support  of  investigator-initiated  clinical  cancer 
research.   A  major  barrier  to  this  support  is  the  lack  of  a  study 
section  dedicated  to  the  review  of  clinical  cancer  research 
project  grants. 

CLZMICAL  CANCER  RSSEARCH  STUDY  SECTION 

Clinical  cancer  research  is  inherently  complex. 
Because  it  involves  people  with  or  at  risk  for  serious  disease, 
these  studies  involve  variables  and  outcome  measures  that  are 
difficult  to  control.   Vfhile  the  methodologies  employed  in 
clinical  trials  allow  us  to  assess  the  safety,  effectiveness,  and 
efficacy  of  new  therapies,  these  proposals  are  at  a  significant 
disadvantage  when  directly  compared  with  relatively 
straightforward  Iciboratory  science.   In  large  part,  this  inequity 
exists  because  of  the  lack  of  appropriate  peer  review  for 
clinical  cancer  research  project  grants. 

The  need  for  a  dedicated  procedure  for  reviewing 
clinical  grants  is  well  recognized.   A  decade  ago,  the  National 
Institutes  of  Health's  (NIH)  Division  of  Research  Grants  (DRG) 
attempted  to  address  this  problem  by  creating  a  new  study 
section.  Experimental  Therapeutics  2  (ET2) .   Over  time,  however, 
this  study  section  has  drifted  from  its  original  mission  of 
fostering  research  with  direct  relevance  to  patient  care  toward 
support  of  pre-clinical  studies  that  are  predominantly  carried 
out  in  the  lab. 

Investment  in  NCI  must  recognize  that  translational 
science  is  key  to  improving  the  care  we  can  offer  people  with 
cancer.   Steps  must,  therefore,  be  taken  to  ensure  that  the  peer 
review  system  encourages  rather  than  discourages  researchers  from 
pursuing  clinical  cancer  research.   We  are  not  requesting  an 
earmark  of  funds  for  clinical  research.   Instead,  we  urge  the 
Subcommittee  to  include  language  in  its  report  that  stresses  to 
NIH  the  importance  of  ensuring  that  the  peer  review  system  offers 
clinical  cancer  researchers  a  fair  chance  to  compete  for  funds. 

In  May  1993,  the  National  Cancer  Advisory  Board  called 
for  the  establishment  of  a  clinical  cancer  research  study 
section.   Recently,  Senators  Connie  Mack  and  Daniel  Inouye, 
joined  by  ten  of  their  colleagues  (including  four  members  of  this 
Subcommittee  and  two  from  the  full  Committee) ,  sent  a  letter  to 
NIH  Director  Harold  Varmus  to  express  "serious  concerns  regarding 
the  absence  of  a  specific  study  section  for  the  review  of 
clinical  cancer  research  project  grants." 

The  time  is  right  to  urge  DRG  to  institute  the 
necessary  changes  to  ensure  equitable  review  for  clinical  cancer 
research  grants.   NIH,  under  the  leadership  of  Dr.  Varmus,  is  now 
evaluating  its  peer-review  process.   Furthermore,  NCI  is 
establishing  new  funding  mechanisms  to  encourage  submission  of 
research  project  grants  by  clinical  investigators,  particularly 
young  scientists. 

While  these  are  laudable  steps,  the  best  way  to  rectify 
this  long-standing  problem  would  be  to  establish  a  new  study 
section  specifically  charged  with  review  of  clinical  cancer 
research  grants.   A  cancer-specific  study  section  --  like  the 
other  disease-specific  study  sections  that  now  exist  within  DRG  - 
-  would  ensure  input  from  scientists  with  the  most  relevant 
expertise.   While  the  methodology  of  clinical  cancer  trials 
shares  much  in  common  with  that  involved  in  studies  of  other 
diseases,  cancer  research  presents  unique  challenges, 
particularly  when  the  research  is  directed  at  treatment  of 
cancers  for  which  there  are  no  acceptable  standard  therapies. 
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CONCLUSION 

ASCO  understands  that  significant  increases  in  funding 
for  NCI  will  be  difficult.   Nonetheless,  we  agree  with  the 
National  Coalition  for  Cancer  Research  that  the  appropriation  for 
NCI  should  be  viewed  as  an  investment  --an  investment  that  will 
lead  to  innovation  and  improvement  in  the  health  care  industry. 
At  a  minimum,  we  urge  the  Subcommittee  to  maintain  the  funding 
levels  proposed  by  the  Administration. 


STATEMENT  OF  THE  AMERICAN  SOCIETY  OF  NEPHROLOGY 

The  American  Society  of  Nephrology  (ASN)  is  a  professional  society  of  approximately 
4,500  researchers  and  practitioners  who  are  committed  to  the  treatment,  cure,  and  prevention 
of  kidney  diseases.  We  are  pleased  to  submit  testimony  in  support  of  1995  appropriations  for 
the  National  Institute  of  Diabetes,  Digestive,  and  Kidney  Diseases  (NIDDK). 

We  would  first  like  to  thank  the  Committee  for  its  support  for  the  National  Institutes  of 
Health  (NIH)  and  the  NIDDK  last  year.  We  are  grateful  that  you  rejected  the  President's 
request  to  cut  funding  for  certain  Institutes,  which  would  have  included  NIDDK.  We  fully 
support  your  decision  to  leave  funding  decisions  to  the  professional  judgement  of  scientists  at 
NIH.   We  urge  you  to  continue  this  policy  in  1995. 

Kidney  diseases  have  a  tremendous  impact  on  this  country  in  terms  of  morbidity, 
mortality,  and  costs.  Each  year,  approximately  45,000  Americans  develop  chronic  kidney 
failure,  known  as  end  stage  renal  disease  (ESRD).  ESRD  is  irreversible  and  patients  must 
undergo  either  a  transplant  or  dialysis  to  remain  alive.  The  total  number  of  ESRD  patients 
currently  on  dialysis  includes  approximately  160,000  patients.  Of  these,  minorities  occupy  a 
disproportionately  high  share.  For  example,  African  Americans  comprise  28  percent  of  the 
ESRD  population,  more  than  double  their  proportion  of  the  U.S.  population  (12  percent).  They 
are  four  times  as  likely  as  whites  to  develop  chronic  renal  failure,  and  they  are  also  younger  at 
the  onset  of  treatment  for  chronic  renal  failure  than  whites.  Another  disproportionately  affected 
group  is  the  elderly.  For  example,  approximately  40  percent  of  the  ESRD  population  is  at  least 
64  years  of  age.  The  proportion  of  the  American  population  older  than  65  years  of  age  that 
receives  dialysis  has  increased  approximately  70  percent  since  1980. 

The  total  direct  cost  for  care  of  patients  with  chronic  renal  failure  from  all  public  and 
private  sources  in  1990  was  $7.3  billion,  or  21  percent  more  than  the  previous  year's  estimate 
of  $6  billion.  Approximately  72%  of  the  1990  total--$5.2  bilIion--was  paid  for  by  Medicare, 
and  these  costs  are  growing  astronomically.  For  example,  ESRD  Medicare  costs  in  1987  totaled 
$3.4  billion  for  158,000  patients.  By  1990,  the  number  of  Medicare  ESRD  patients  had 
increased  to  195,000,  with  45,000  new  patients  in  1990  alone,  and  the  Health  Care  Financing 
Administration  estimates  that  more  than  300,000  patients  will  be  enrolled  in  the  program  by  the 
year  2000,  with  85,000  patients  expected  to  enroll  that  year. 

Thirty-five  years  ago,  patients  with  chronic  renal  failure  would  have  died-dialysis 
technology  was  available  for  acute  renal  failure  but  had  not  been  developed  for  chronic  patients. 
Despite  improvements  that  have  been  made  in  dialysis  technology  since  then,  the  mortality  and 
morbidity  for  chronic  dialysis  patients  remain  unacceptably  high.  For  example,  the  life 
expectancy  of  a  49  year-old  ESRD  patient  is  only  seven  years,  compared  to  approximately  30 
years  for  a  member  of  the  general  population.  Seventy  percent  of  dialysis  patients  65  years  of 
age  and  older  die  within  three  years  of  initial  treatment.  Quality  of  life  is  poor  for  chronic  renal 
patients.  In  1986,  all  Medicare  patients  over  65  years  of  age  averaged  fewer  than  three  days 
of  hospitalization  per  year,  while  members  of  this  age  group  who  have  been  on  dialysis  average 
for  at  least  one  year  averaged  15  inpatient  days  annually. 

Research  into  the  causes  of  renal  diseases,  and  their  prevention,  is  economically  and 
humanistically  the  logical  direction  for  minimizing  both  expenditure  for  ESRD  and  the 
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catastrophic  effects  of  ESRD  on  affected  patients.  We  must  provide  the  necessary  resources  to 
enable  researchers  to  address  these  needs.  The  ASN  recommends  two  priority  areas  of  funding 
for  1995:   competing  research  projects,  especially  ROls.  and  support  for  training. 

Without  increased  research  support,  we  risk  losing  the  opportunity  to  gain  from  our  past 
accomplishments,  the  chance  to  build  on  what  we  have  learned.  A  vast  number  of  promising 
research  opportunities  remain  unfunded  due  to  fiscal  constraints.  Applications  rated  as 
"excellent"  or  "outstanding"  are  among  those  that  are  not  being  funded,  and  tremendous 
opportunities  are  being  lost.  In  1992,  NIDDK  funded  628  competing  research  project  grants, 
including  460  ROls.  For  1994,  these  figures  are  estimated  to  be  467  and  342,  respectively. 
NIH  Institute  directors  agree  that  approximately  one-third  of  competing  research  project  grant 
(RPGs)  applications  should  be  funded,  yet  NIDDK  will  be  able  to  fund  only  about  23%  of  RPG 
applications  in  1994,  compared  to  33%  in  1992.  RPGs  are  the  primary  mechanism  of  funding 
promising  research  opportunities,  yet  at  many  Institutes  fewer  than  one  in  five  applications  are 
funded.  With  numbers  like  these,  we  are  losing  opportunities,  we  are  losing  researchers,  we 
are  losing  lives,  and  thousands  of  patients  continue  to  experience  untold  suffering. 

NIH-trained  researchers  are  the  lifeblood  of  our  academic  research  institutions  and 
represent  our  future  in  medical  research,  yet  too  many  promising,  bright  young  minds  are 
turning  away  from  an  academic  career.  Instead,  they  choose  the  financial  and  emotional  security 
of  industry-sponsored  research,  or  they  leave  research  altogether.  The  percent  of  NIH  research 
applications  from  individuals  35  years  of  age  or  younger  fell  from  25%  of  applications  in  1980 
to  only  15%  of  applications  in  1990. 

We  are  certain  that  many  others  have  preceded  us  with  the  same  message  regarding 
future  training.  It  is  a  real  threat.  Well-informed  groups  including  the  Institute  of  Medicine, 
the  National  Academy  of  Sciences,  the  National  Research  Council,  and  NIH  are  among  the  many 
organizations  that  have  conducted  various  studies  to  address  this  training  crisis.  Among  the 
concerns  raised  in  these  reports  are  a  decrease  in  the  proportion  of  undergraduates  majoring  in 
the  life  sciences.  There  has  been  a  decline  in  the  proportion  of  white  males  entering  biomedical 
research;  only  a  minimal  increase  in  the  rate  of  minorities  choosing  this  career;  and  a  predicted 
shortage  of  Ph.D.s  in  biomedical  science  by  the  next  decade.  We  therefore  have  an  impending 
crisis  relating  to  people  entering  the  research  arena.  The  ASN  urges  the  Committee  to  provide 
sufficient  resources  to  enable  NIH  to  fund  the  next  generation  of  researchers. 

Many  accomplishments  in  nephrology  research  have  occurred  recently.  Some  years  ago, 
kidney  physiologists  developed  an  experimental  model  which  predicted  that  a  drug  called 
captopril  would  slow  the  progression  of  renal  disease.  A  recently  completed  five  year  clinical 
trial  in  patients  with  insulin-dependent  diabetes  mellitus  indicated  that  captopril  significantly 
slowed  the  progression  of  kidney  disease  and  reduced  the  risk  of  death  or  ESRD  by  50%. 
Diabetes  is  the  leading  cause  of  ESRD,  and  will  account  for  half  of  all  cases  by  the  turn  of  the 
century.  Diabetes-related  kidney  failure  is  increasing  at  neariy  twice  the  rate  for  all  causes  of 
ESRD,  with  nearly  15,000  new  cases  reported  in  1990.  Further,  the  survival  rate  for  diabetic 
ESRD  patients  is  up  to  2.5  times  lower  than  that  for  nondiabetic  ESRD  patients.  Using  the 
result  of  the  captopril  trial,  the  Food  and  Drug  Administration  in  January  1994  approved 
captopril  for  the  treatment  of  insulin-dependent  diabetics  with  kidney  disease.  Estimates  indicate 
that  the  use  of  captopril  will  provide  a  cost  savings  of  $2.6  billion  over  a  10  year  period. 

The  study  of  the  genetics  of  kidney  disease  is  an  area  of  tremendous  promise,  including 
the  identification  of  inherited  gene  mutations  and  the  alterations  in  gene  expression  that  occur 
before  or  as  kidney  diseases  progress.  Studies  on  the  mapping  of  the  gene  for  polycystic  kidney 
disease  (PKD),  the  most  common  inherited  kidney  disease  with  more  than  500,000  patients 
affected  worldwide,  is  one  example.  Should  the  PKD  gene  be  identified,  future  approaches  to 
treating  PKD  may  be  curative,  using  gene  therapy,  rather  than  palliative,  using  dialysis.  The 
potential  for  gene  therapy  holds  great  promise  for  individuals  with  PKD,  as  does  the 
development  of  pharmacological  agents  that  will  slow  the  formation  and  growth  of  renal  cysts. 

Researchers  are  optimistic  that  a  planned  clinical  trial  on  kidney  disease  and  hypertension 
in  African  Americans  will  help  us  learn  more  about  kidney  disease  associated  with  hypertension, 
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which  is  the  leading  cause  of  chronic  kidney  failure  among  African  Americans  and  the  second- 
leading  cause  for  all  patients.  The  goal  of  the  study,  scheduled  to  begin  in  June  1994,  is  to 
determine  whether  one  of  two  levels  of  blood  pressure  control  and  one  or  more  classes  of 
antihypertensive  medications  are  more  effective  in  slowing  the  loss  of  kidney  function  among 
African  Americans  with  hypertensive  kidney  disease. 

NIDDK  cosponsored  a  Consensus  Conference  on  the  Morbidity  and  Mortality  of  Dialysis 
in  November  1993,  bringing  together  experts  in  general  medicine,  nephrology,  pediatrics, 
biostatistics,  and  nutrition.  The  Conference  sought  to  address  morbidity  and  mortality  in  dialysis 
patients,  complications  in  predialysis  patients,  complications  in  dialysis  patients,  and  future 
directions  in  dialysis  research.  NIDDK  will  begin  a  clinical  trial  in  1994  to  address  some  of 
these  issues,  and  work  is  already  under  way  on  a  30-month  pilot  trial  to  study  the  factors  that 
influence  morbidity  and  mortality  in  hemodialysis  patients. 

ASN  requests  that  you  also  support  the  funding  recommendations  of  the  Ad  Hoc  Group 
for  Medical  Research  Funding  and  the  NIDDK  Coalition.  The  Ad  Hoc  Group  recommends 
$1 1.95  billion  for  the  NIH  in  1995,  a  9%  increase  over  the  1994  appropriation,  and  the  NIDDK 
Coalition  recommends  $798  million  for  the  NIDDK,  an  11.5%  increase  over  the  1994 
appropriation.  We  believe  these  represent  an  appropriate  balance  between  tremendous  scientific 
opportunities  that  exist,  the  health  needs  of  the  American  public,  and  the  fiscal  constraints  faced 
by  the  Committee.  The  increases  would  enable  NIH  to  maintain  the  excellence  that  has  made 
the  United  States  the  world's  leader  in  medical  research  and  would  enable  NIH  to  support 
activities  in  basic  research,  clinical  research,  and  training. 

Lastly,  we  would  like  to  thank  Senators  Harkin  and  Hatfield  for  their  leadership  on  the 
Harkin-Hatfield  Health  Research  Fund.  As  a  supporter  of  this  proposal  when  it  was  announced 
in  May  1993,  we  believe  it  is  an  excellent  opportunity  to  provide  a  consistent,  predictable  source 
of  funding  for  medical  research  that  will  help  researchers  capitalize  on  many  of  the  exciting  and 
promising  technologies  that  exist  today.  ASN  grassroots  members  look  forward  to  working  with 
their  Congressional  delegation  to  generate  additional  support  for  this  initiative. 

Conclusion 

The  ASN  urges  the  Committee  to  provide  the  resources  that  will  enable  researchers  to 
capitalize  on  promising  research  opportunities  and  to  address  the  needs  of  kidney  patients.  Our 
top  priorities  for  1995  are  additional  funding  for  competing  research  projects,  especially  ROls, 
and  additional  support  for  training.  We  thank  the  Committee  for  its  past  support  and  urge  you 
to  provide  the  resources  that  can  help  us  provide  a  better  quality  of  life  for  sufferers  of  kidney 
diseases. 


STATEMENT  OF  THE  AMERICAN  SPEECH-LANGUAGE-HEARING 

ASSOCLATION 

The  Anerlcan  Speech-Language-Hearing  Association  (ASHA)  appreciates  the 
opportunity  to  provide  testimony  to  the  Senate  Subcommittee  on  L.abor,  Health 
and  Human  Services,  Education  and  Related  Agencies  Appropriations.   Our 
statement  focuses  on  funding  needs  In  fiscal  year  1995  for  the  National 
Institute  on  Deafness  and  Other  Communication  Disorders  (NIDCD) . 

ASHA  Is  the  national  professional  and  scientific  association  for  over 
75,000  speech- language  pathologists  and  audlologlsts  serving  the  needs  of 
children,  adults,  and  senior  citizens  throughout  the  United  States  who  have 
communication  and  related  disorders.   The  ability  to  conununlcate  effectively 
Is  fundamental  to  other  life  activities,  e.g.,  learning,  interpersonal 
relationships,  and  vocational  pursuits.   A  loss  of  or  limitation  In 
communication  ability  can  be  detrimental  to  an  Individual's  development, 
accomplishments,  and  overall  quality  of  life. 

Communication  Impairment  Is  the  nation's  most  prevalent  disability: 
approximately  42  million  Americans  of  all  ages  have  some  kind  of  communication 
disorder.   These  disorders  have  been  estimated  to  cost  the  economy  $30  billion 
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a  year  In  lost  productivity,  special  education  costs,  and  health  care  costs. 
These  costs  are  expected  to  grow,  due  to  several  factors: 

First,  Increasing  numbers  of  Infants  and  small  children  have  or  are  at 
risk  of  developing  conununication  disorders.   As  more  Infants  survive  because 
of  medical  technological  advances,  there  are  more  children  with  severe 
disabilities,  often  including  speech,  language,  and  hearing  disabilities. 
With  higher  Incidence  of  poverty,  substance  and  alcohol  abuse,  and  lead 
poisoning,  there  are  more  disadvantaged  children  with  disorders  of 
communication.   Accidents,  particularly  those  involving  motor  vehicles  and 
firearms,  also  have  increased  the  number  of  communicatively  impaired 
individuals  as  a  result  of  traumatic  brian  injury,  especially  among  teenagers 
and  young  adults.   Noise-related  hearing  loss  is  still  another  Increasingly 
prevalent  phenomenon. 

Secondly,  the  frequency  of  communication  disorders  will  Increase 
dramatically  as  the  population  ages.   Impairment  in  the  ability  to  speak, 
hear,  or  process  language  is  often  associated  with  diseases  and  conditions 
that  occur  among  adults  as  they  get  older:   Alzheimer  disease,  resulting  In 
cognitive  and  language  dysfunction;  Parkinson  disease  and  other  progressive 
neurological  disorders  resulting  In  oral-motor  dysfunction;  stroke,  resulting 
In  aphasia;  cancer  of  the  larynx,  resulting  In  laryngectomy  and  voice  loss; 
and  presbycusis,  or  degeneration  of  auditory  function  associated  with  the 
aging  process,  resulting  in  hearing  impairment. 

Many  of  the  costs  relating  to  these  conditions  are  borne  by  federal  and 
state  governments.   The  populations  targeted  by  research  through  NIDCD  are 
many  of  the  same  populations  which  receive  services  through  the  Individuals 
with  Disabilities  Education  Act  (IDEA),  the  Rehabilitation  Act,  Medicare, 
Medicaid,  Social  Security  Disability  Income  and  other  public  programs. 
Research  that  leads  to  the  amelioration  of  communication  disorders  through 
prevention  and  treatment  should  result  in  a  reduction  of  the  need  for  special 
education,  rehabilitation,  and  other  services. 

NIDCD  is  the  key  institution  which  coordinates  research  efforts  on  a 
disability  population  that  will  continue  to  grow  well  into  the  next  century. 
The  Institute's  work  holds  forth  great  promise  that  some  of  the  difficult 
challenges  within  the  field  of  communication  disorders  can  now  be  addressed. 
Major  areas  of  NIDCD  research  Include: 

1 .   Research  Concerning  Prevention  and  Identification  of  Communication 
Disorders 

An  exciting  area  with  great  research  potential  is  the  prevention  of 
communication  disorders.   For  example,  brain  imaging  allows  researchers  to 
study  cellular  dysfunctions  that  appear  to  be  precursors  to  many  chronic 
neurological  disorders.   This  technology  also  allows  researchers  to  study 
nerve  cell  and  brain  function  during  the  learning  process.   Research 
concerning  the  mechanisms  by  which  the  human  brain  acquires  and  processes 
language  should  greatly  aid  in  the  prevention  of  many  types  of  language 
Impairment . 

Another  area  of  research  with  tremendous  potential  is  that  of  early 
Identification  of  communication  disorders,  ranging  from  developmental  delay  to 
Impaired  hearing,  and  Including  such  disorders  as  autism,  stuttering,  and 
dyslexia.   New  technologies  and  methodologies  hold  promise  for  researchers  who 
are  exploring  these  areas.   Last  year,  a  NIDCD  consensus  conference  endorsed 
the  concept  of  universal  hearing  screening  of  newborns. 

Current  longitudinal  research  on  preschoolers  who  stutter  should  help  to 
Improve  early  Identification  of  stuttering.   This  investigation  will  be 
critical  In  determining  factors  which  can  be  used  for  early  recognition  of 
stuttering,  differentiation  of  subtypes  of  stutterers,  and  Identification  of 
children  at  risk  for  severe  stuttering,  and  who  are  in  need  of  intensive  early 
Intervention.   Other  researchers  are  examining  the  molecular  genetics  of 
families  with  high  numbers  of  adult  stutterers,  with  the  possibility  of 
determining  whether  some  types  of  stuttering  may  be  genetically  based. 
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2 .  Application  of  Advances  In  Molecular  and  Behavioral  Genetics  to  the 
Identification  of  Communication  Sciences  and  Disorders 

Cutting-edge  advances  In  genetics  research  have  Important  ramifications 
for  our  knowledge  of  disorders  of  speech,  voice,  language,  and  hearing. 
Improved  understanding  of  genetics  will  lay  the  foundation  for  research  Into 
more  effective  methods  for  treating  communication  disorders.   Research  In 
molecular  biology,  and  specifically  molecular  genetics,  holds  great  promise 
for  the  use  of  gene  therapy  In  hereditary  deafness  and  other  disorders  of 
human  communication  that  are  clearly  hereditary. 

Research  in  syndrome  diagnosis  Is  becoming  Increasingly  Important  to 
molecular  genetics,  since  the  clinician's  ability  to  diagnose  syndromes  In 
Individuals  Is  a  necessary  prerequisite  to  obtaining  biochemical  tests  to 
identify  the  underlying  genetic  diseases.   The  discipline  of  behavioral 
genetics  is  providing  speech  scientists  with  models  to  determine  whether 
particular  speech  disorders  may  be  genetic.   Longitudinal  studies  of 
articulation  development  should  help  determine  the  extent  to  which 
articulation  and  related  disabilities  aggregate  in  families. 

Research  in  genetics  is  having  an  Increasingly  significant  impact  on 
language  disorders  as  well.   Recent  studies  have  found  that  relatives  of 
individuals  with  specific  language  impairment  (SLI)  are  likely  to  have  similar 
communication  and  learning  problems.   Continued  research,  especially  in  the 
emerging  area  of  genetic  epidemiology,  is  needed  to  understand  the  factors 
Involved  in  this  type  of  familial  pattern  and  to  determine  the  plausibility  of 
a  genetic  explanation  for  SLI.   Research  is  also  needed  to  determine  the 
genetic  mechanisms  that  may  be  involved  in  specific  genetic  syndromes 
associated  with  children  with  mental  retardation. 

While  research  has  found  that  at  least  50  percent  of  all  childhood 
deafness  is  genetic  In  origin,  most  hereditary  hearing  loss  Involves  genes 
which  have  yet  to  be  identified.   Research  in  molecular  genetics  will  help  us 
in  a  number  of  areas,  such  as  accurately  diagnosing  hearing  loss,  screening 
newborns  for  hereditary  hearing  losses,  and  --  potentially  --  gene  replacement 
therapy.   An  explanation  of  genetic  causes  for  specific  types  of  hearing 
Impairment  can  Impact  upon  the  medical  and  educational  recommendations  for 
families . 

NIDCD-supported  research  has  succeeded  in  findings  that  can  serve  as  the 
foundation  for  potential  new  breakthroughs,  from  Improved  diagnosis  and 
genetic  counseling  to  gene  transfer  therapy. 

3.  Research  in  the  Treatment  of  Communication  Disorders 

One  of  the  most  exciting  and  far  reaching  areas  of  NIDCD  sponsored 
research  is  in  the  regeneration  of  damaged  inner  ear  hair  cells,  which  are 
essential  to  hearing  and  balance.   Researchers  have  begun  to  identify  factors 
that  block  hair  cell  regeneration  and  factors  that  Influence  restoration  of 
hearing  in  mammals.   If  adequate  funding  is  available  to  continue  such 
research  efforts,  in  part  by  using  the  tools  of  molecular  biology,  it  is  not 
unrealistic  to  envision  a  future  in  which  individuals  with  severe  hearing  and 
balance  disorders  could  have  their  normal  functions  restored. 

Another  research  pursuit  with  tremendous  potential  benefit  for  families 
across  America  and  around  the  world  is  the  development  of  a  vaccine  to  protect 
children  from  otitis  media  --  middle  ear  infection  which  affects  90  percent  of 
all  children  in  the  U.S. 

There  is  a  continuous  need  for  research  to  evaluate  the  efficacy  of 
treatment  of  communication  disorders.   For  instance,  funding  is  needed  to 
pursue  research  on  long-term  consequences  of  language  impairment  among 
children.   Many  preschool  children  could  benefit  if  more  was  known  about 
language  intervention  and  treatment  efficacy,  especially  as  to  the  optimum 
times  for  providing  treatment  for  specific  language  impairments. 
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U .      Research  Concerninp  Technology  and  Aupmentatlve  and  Alternative 
Communication 

Research  advances  In  augmentative  and  alternative  communication  continue 
to  hold  great  promise  for  persons  who  are  unable  to  produce  speech  without 
assistance.   NIDCD  has  embarked  on  a  collaborative  effort  with  the  Department 
of  Veterans  Affairs  to  develop  better  hearing  aid  technology  for  the  5  million 
Americans  who  currently  use  hearing  aids  and  the  15  million  others  who  could 
benefit  from  these  devices  if  technology  were  Improved. 

New  technologies  have  developed  remarkable  communication  devices  that 
provide  artificial  speaking  voices  for  persons  who  cannot  speak.   However, 
research  is  needed  to  develop  --  and  make  accessible  and  affordable  --an 
unlimited  repertoire  of  voices  to  allow  each  individual  the  choice  of  a 
personal,  unique,  and  acceptable  voice.   Research  Is  also  needed  to  develop 
Instruments  with  characteristics  that  more  closely  mimic  natural  voices. 

Although  advances  have  been  made  In  the  development  of  artificial  larynges 
(voice  boxes),  further  research  is  needed  in  this  area.   These  devices  (which 
may  be  external,  internal,  or  implantable)  are  used  by  persons  who  have 
laryngeal  disease  or  surgical  removal  of  the  larynx.   Research  is  needed  to 
evaluate  the  relative  benefits  of  these  prostheses  and  to  predict  which 
prostheses  are  appropriate  for  which  populations. 

5 .   Recruitment  and  Support  of  Minority  Researchers 

ASHA  is  very  concerned  about  the  underrepresentation  of  individuals  from 
minority  racial  and  ethnic  backgrounds  within  the  professions  of  speech- 
language  pathology,  audiology,  and  speech  and  hearing  science.   Graduate 
programs  in  the  professions  are  actively  Involved  in  minority  student 
recruitment.   We  commend  the  NIDCD  In  its  efforts  at  supporting  the  training 
of  and  research  by  minority  students  and  researchers.   The  Institute  ranks 
third  within  NIH  In  the  percentage  of  grants  with  minority  supplements. 

The' NIDCD  is  committed  to  a  number  of  programs  to  help  Increase  the  number 
of  and  opportunities  for  minority  researchers  in  the  speech  and  hearing 
sciences.   Programs  include  the  Minority  Institutional  Research  Training,  the 
Minority  Access  to  Research  Careers,  and  the  Students  in  Health  Professional 
Schools  programs.   By  providing  funding  support,  these  programs  aim  to  attract 
and  encourage  minority  individuals  to  pursue  biomedical  research  careers  in 
the  communication  sciences.   In  addition,  the  Institute  has  begun  a  partner- 
ship with  four  academic  centers  which  have  large  minority  enrollments  -- 
Morehouse  College,  the  University  of  Alaska,  the  University  of  Puerto  Rico, 
and  Gallaudet  University.   This  program  helps  to  send  students  and  faculty  to 
do  research  at  NIDCD. 

FY  1995  Funding 

The  President's  budget  would  provide  a  3.8  %  increase  in  FY  1995  funding 
for  NIDCD.   The  $168.69  million  request  would  not  be  sufficient  to  pursue  the 
level  of  ongoing  research  and  new  initiatives  in  areas  like  those  discussed 
above.   Currently,  only  27%  of  NIDCD  grants  are  being  funded. 

In  order  to  fund  more  excellent  grants  and  to  pursue  multiple  areas  of 
promising  research  into  the  causes,  prevention  and  treatment  of  communication 
disorders,  we  would  support  the  professional  judgment  budget  level  of  $253 
million.   However,  we  are  aware  of  the  severe  budget  constraints  that  will 
make  it  difficult  for  the  Subcommittee  to  recommend  significant  Increases  in 
many  discretionary  programs  under  its  jurisdiction.   We,  therefore,  concur  in 
the  recommendation  of  the  Friends  of  NIDCD  and  the  Consortium  for  Citizens 
with  Disabilities  (CCD)  of  a  12%  increase  to  $182  million  for  FY  1995.   This 
amount  is  necessary  if  NIDCD  is  to  carry  out  its  mission  of  research  and 
training  on  behalf  of  the  large  and  growing  population  of  Americans  with 
deafness  and  other  communication  disorders. 
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STATEMENT  OF  THE  ASSOCIATION  OF  OUTPLACEMENT 
CONSULTING  FIRMS  INTERNATIONAL 
Summary 

Members  of  the  Association  of  Outplacement  Consulting  Firms  International 
( AOCFI)  provide  an  estimated  70  percent  of  private  outplacement  (reemployment)  services 
in  the  United  States.  The  industry  assists  over  1  million  Americans  each  year  transition 
from  one  job  to  another,  funded  by  employers  without  government  subsidies.  The  industry 
also  helps  employers  plan  for  and  carry  out  workforce  reductions,  including  helping 
employers  identify  alternative  employment  for  the  workers  within  the  company.  Employers 
spent  more  than  $700  million  for  private  reemployment  services  in  1993. 

The  Administration  has  initiated  a  dramatic  expansion  of  government-funded 
reemployment  and  training  assistance  to  dislocated  workers.  The  Administration  has 
requested  $1.5  billion  for  FY  1995,  almost  three  times  the  FY  1993  appropriation  and  a  36 
percent  increase  over  the  FY  1994  appropriation.  These  government  programs  are  intended 
to  provide  many  of  the  same  services  as  are  provided  by  the  private  outplacement  industry. 

These  large  budget  increases  could  result  in  the  replacement  of  private  funding  of 
reemployment  services  with  public  funds,  creating  two  serious  problems.  First,  there  could 
be  no  net  increase  in  the  number  of  displaced  workers  served  if  only  the  funding  source 
changes  from  downsizing  companies  to  taxpayers.  Second,  competition,  which  provides 
choice  and  improves  quality,  will  be  diminished  as  private  outplacement  firms  are  forced  out 
of  business.  The  AOCFI  believes  that  encouraging  public-private  partnerships  is  essential 
to  maximizing  the  return  on  the  government's  investment  in  dislocated  worker  programs. 
The  AOCFI  recommends  that  the  Appropriations  Committee  encourage  the  Labor 
Department  and  the  states  to  match  employers'  expenditures  for  dislocated  workers  rather 
than  replace  them. 

The  Private  Outplacement  Industry 

Private  outplacement  firms  are  retained  by  downsii»ng  companies  to  help  laid-off 
workers  transition  to  new  employment  and  to  assist  the  companies  with  the  workforce 
reduction  process.  The  industry  serves  about  1  million  dislocated  American  workers  each 
year.  AOCFI  members  provide  an  estimated  70  percent  of  total  private  reemployment 
services  in  the  United  States.  Employer  expenditures  for  these  services  exceeded  $700 
million  in  1993.  The  industry,  which  had  its  origins  in  the  early  1960's,  experienced 
substantial  growth  in  the  1980's  as  companies  increasingly  reorganized,  repositioned  and 
relocated  in  response  to  technology  changes,  import  competition,  deregulation,  and  financial 
and  other  pressures.  Most  private  outplacement  firms  have  been  providing  services  for 
more  than  ten  years  and  all  of  the  major  firms  have  fifteen  or  more  years  experience. 

Outplacement  services  generally  consist  of  two  components: 

Consulting  to  Employers  Contemplating  Workforce  Reductions 

Outplacement  firms  help  employers  address  issues  with  respect  to  workforce 
reductions.  Outplacement  firms  help  employers  achieve  consistency  and  fairness  in 
the  application  of  severance  policies  and  practices.  They  apprise  employers  of 
applicable  federal  and  state  laws  and  the  duties  imposed  on  an  employer.  In  some 
cases,  outplacement  firms  help  employers  identify  alternative  employment  within  the 
company  for  workers  and  thus  reduce  the  number  of  dislocated  workers. 


Counseling  for  Employees  Whose  Employment  is  Terminated 

Reemployment  services  help  employees  plan  and  execute  job  searches  to  obtain  new 
employment  at  the  earliest  possible  date.  Services  are  purchased  by  employers  and 


613 


are  provided  to  all  levels  of  employees,  from  blue  collar  and  clerical  workers  to 
executives.  The  services  are  designed  to  fit  the  needs  of  the  individual  being 
outplaced  and  routinely  begin  the  moment  the  employee  is  notified  of  termination. 

The  design  of  an  outplacement  program  for  employees  who.se  employment  is  to  be 
terminated  is  governed  by  the  particular  characteristics  of  the  affected  individuals.  Factors 
that  are  taken  into  account  include  an  individual's  job  history  and  compensation,  the  trade 
or  business  engaged  in,  the  current  demand  for  that  .specific  trade  or  business  in  the  current 
marketplace,  as  well  as  many  subjective  factors  such  as  the  individual's  personal  goals,  age 
and  willingness  to  relocate. 

Services  typically  include  assessment,  development  of  career  objectives,  development 
of  job  search  strategy,  identification  of  job  opportunities,  assistance  in  preparing  job 
applications  and  resumes,  training  in  interview  and  communication  techniques  and  referral 
to  training  and  retraining  where  appropriate. 

Concerns  about  Federal  Dislocated  Worker  Programs 

The  Administration  has  undertaken  a  dramatic  expansion  of  government-funded 
employment  and  training  assistance  to  dislocated  workers.  In  its  FY  1994  budget  request, 
the  Administration  asked  for  $1.9  billion  to  fund  dislocated  worker  programs,  a  $1.3  billion 
increase  over  FY  1993.  Congress  agreed  to  a  $550  million  increase  for  these  programs  -- 
almost  doubling  FY  1993  funding.  The  FY  1995  request  is  for  $1.5  billion  and  the 
Administration  plans  to  seek  further  increases  to  an  annual  funding  level  of  $3.5  billion  over 
five  years.  Under  the  Reemployment  Act  of  1994,  the  Administration  has  also  proposed  to 
broaden  eligibility  for  dislocated  worker  services  and  reorganize  the  delivery  of  services. 

Federally  funded  worker  adjustment  programs  provide  reemployment  services  to 
employees  without  cost  to  their  employers,  in  effect  providing  a  government  subsidy  to 
companies  seeking  to  restructure  for  businesses  purposes.  Although  federal  programs,  such 
as  the  Economic  Dislocation  and  Worker  Adjustment  and  Assistance  Act  (EDWAA), 
provide  training  and  other  services  not  provided  by  outplacement  firms,  there  is  substantial 
overlap  between  the  two  sectors. 

Many  employers  currently  pay  for  reemployment  services  to  help  employees  faced 
with  major  layoffs  and  plant  closings  find  new  jobs.  In  fact,  private  expenditures  for  job 
transition  assistance  in  1993  exceeded  the  federal  budget  for  such  purposes.  A  study  by  the 
American  Management  Association  found  that  46  percent  of  its  members  had  downsized 
between  June  1992  and  June  1993  and  that  more  than  half  of  these  companies  provided 
outplacement  assistance  to  all  affected  workers.  Seventy-eight  percent  of  these  downsizing 
employers  provided  outplacement  to  at  least  some  employees  compared  to  just  over  50 
percent  four  years  ago.  The  exponential  growth  and  broadening  of  the  federal  programs 
threatens  to  significantly  reduce  employers'  incentives  to  buy  services  for  their  departing 
employees.  Increasingly,  companies,  regardless  of  their  financial  condition,  are  turning  to 
government  agencies  to  provide  reemployment  services. 

There  are  two  significant  issues  involved.  First,  it  is  not  an  effective  use  of 
government  resources  to  replace  private  spending  on  reemployment  services  with  public 
spending.  Second,  the  public  loses  the  benefit  of  the  professional  services  that  the  private 
outplacement  industry  has  been  providing  for  30  years  and  the  choice  and  quality  generated 
by  a  competitive  market. 

If  federal  programs  supplant  private  services,  the  private  outplacement  infrastructure 
will  be  undermined  and  firms  that  now  serve  companies  and  their  employees  will  go  out  of 
business.  This  will  create  a  ripple  effect  as  more  and  more  companies  and  dislocated 
workers  become  dependent  on  publicly  funded  programs,  increasing  federal  spending  and 
the  burden  on  taxpayers. 
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The  Labor  Department  has  estimated  that  approximately  2.2  million  dislocated 
workers  per  year  need  help  transitioning  to  new  jobs.  This  estimate  does  not  include  the 
1  million  dislocated  workers  currently  served  by  the  private  system,  many  of  whom  find  jobs 
before  their  severance  payments  expire.  If  federal  funds  supplant  private  outplacement 
efforts,  the  number  of  workers  in  need  of  publicly  funded  assistance  would  increase  by  5Q 
percent. 

Recommendation 

Workers  affected  by  plant  closings  and  mass  layoffs  will  be  served  better  and  more 
efficiently  if  the  private  and  public  sectors  work  together  and  do  not  duplicate  efforts.  In 
view  of  the  predicted  restructuring  of  the  American  economy  in  the  1990s,  there  are  likely 
to  be  far  more  dislocated  workers  than  even  the  most  generously  funded  state  and  federal 
programs  will  be  able  to  serve.  Government  should  seek  to  maximize  the  use  of  private 
reemployment  services  so  that  government  funds  are  used  most  effectively,  Lfi.,  where 
private  industry  does  not  fully  meet  the  need. 

We  recommend  that  the  Committee  encourage  the  Department  of  Labor  and  the 
states  to  avoid  whenever  possible  displacing  the  voluntary  provision  of  private  reemployment 
services  by  employers.  The  Labor  Department  and  the  states  should  be  encouraged  to 
leverage  public-private  partnerships  by  offering  to  match  downsizing  companies' 
outplacement  expenditures  with  public  funds. 


STATEMENT  OF  THE  ASSOCIATION  OF  RESEARCH  CENTERS  IN 

MINORITY  INSTITUTIONS 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Fred  Jones,  Vice  President  for  Academic 
Affairs  at  Meharry  Medical  College  and  President  of  the  Association  of  Research  Centers  in 
Minority  Institutions  (RCMI)  Program  Directors.  The  Vice  President  of  this  organization  is:  Dr. 
Frederick  C.  Greenwood,  Director,  Pacific  Biomedical  Research  Center,  University  of  Hawaii  at 
Manoa.  This  organization  consists  of  19  program  directors  representing  institutions  where  RCMI 
Programs'  exist.  The  Association  of  RCMI  Program  Directors  was  formed  in  1987  to  foster  the 
goal  of  the  RCMI  initiative  of  the  National  Institutes  of  Health  (NIH),  located  in  the  National 
Center  for  Research  Resources  (NCRR). 

Congressionally  mandated  in  1985,  the  mission  of  the  RCMI  program  is  to  expand  the  nation's 
capability  for  research  in  the  health  sciences  by  assisting  predominantly  minority  institutions  that 
offer  the  doctorate  in  health  professions  and/or  health-related  sciences  to  strengthen  their  research 
environment.  Recently  the  objective  of  the  program  was  expanded  to  include  institutions  with 
emerging  doctoral  programs.  The  primary  goal  is  to  enable  these  institutions  to  become  more 
competitive  in  obtaining  support  for  the  conduct  of  biomedical  and/or  behavioral  research  relevant 
to  the  mission  of  the  Public  Health  Service. 

To  date,  the  grantee  institutions  include  eight  schools  of  medicine,  three  colleges  of  pharmacy, 
seven  graduate  schools  and  one  school  of  veterinary  medicine.  They  are  located  primarily  in  urban 
centers  in  Florida,  Alabama,  Georgia,  Louisiana,  New  York,  Hawaii,  Tennessee,  California, 
Texas,  Puerto  Rico  and  the  District  of  Columbia. 

The  success  of  the  RCMI  Programs  at  participating  institutions  has  been  steady  and  continue  to 
grow  inspite  of  the  limited  budget  and  the  enomious  needs  of  these  institutions.  As  the  institutions 
have  struggled  to  develop  an  infrastructure  for  research,  they  have  been  involved  in  research 
addressing  questions  about  some  of  the  major  causes  of  death  of  minorities  in  this  country.  They 
are  pursuing  problems  related  to  the  epidemiology  of  HIV,  understanding  host  cell  interactions 
with  HIV  and  the  design  of  drugs  that  may  augment  the  limited  supply  of  effective  drugs  for 


'a  program  of  the  National  Institutes  of  Health.  National  Center  for  Research  Resources,  at  Atlanta  University  (GA),  City 
College  -  CUNY  (NY).  Charles  R.  Drew  University  of  Medicine  and  Science  (CA).  Florida  A&M  University  (FI-).  Howard 
University  (DC).  Hunter  College  (NY).  Meharry  Medical  College  (TN).  Morehouse  School  of  Medicine  (GA).  Ponce  School 
of  Medicine  (PR).  Tennessee  Stale  University  (TN).  Texas  Southern  University  (TX),  University  of  Texas  at  El  Paso  (TX). 
Tuskegce  University  (AL),  Universidad  Central  Del  Caribe  (PR),  University  of  Hawaii  (HI).  University  of  Puerto  Rico  • 
Medical  Science  Campus  (PR),  University  of  Puerto  Rico  -  Rio  Piedras  (PR),  Xavicr  University  (LA)  and  Southern 
University  (LA). 
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treating  HIV  patients.  They  are  also  developing  animal  models  for  diabetes,  and  Parkinson's 
disease,  performing  research  directed  to  understanding  hypertension  and  certain  types  of  cancer 
and  assuring  proper  tissue  matching  for  kidney  and  live  transplants.  Behavioral  modification  that 
address  problems  of  obesity,  transmission  of  HIV,  teenage  pregnancy  and  violence  among  our 
youth  are  currently  under  investigation  or  contemplated  by  these  institutions. 

The  RCMI  Program  Directors'  Association  is  appreciative  of  the  support  this  committee  and  NIH 
officials  continue  to  provide  and  do  encourage  your  continuing  support  of  this  program.  As  we 
plan  for  the  future,  there  are  some  important  challenges  we  face  in  our  efforts  to  address  research 
questions  important  to  the  health  of  the  American  people.  We  are  concerned  about  the  lack  of 
infrastructure  for  clinical  research  at  the  eight  medical  schools  affiliated  with  the  grant,  the 
development  of  the  Regional  Research  Centers  for  Minority  Oral  Health  at  these  institutions  and  the 
construction  and  renovation  of  science  facilities  on  our  campuses. 

The  RCMI  program  is  currently  in  the  process  of  planning  clinical  research  infrastructure  initiatives 
as  suggested  in  the  NIH  FY93  appropriation  language.  These  initiatives  would  provide  competitive 
.support  to  RCMI  eligible  institutions  in  order  for  them  to  participate  more  fully  in  clinical  research 
by  developing  the  clinical  research  infrastructure  at  the  eight  school  of  medicine  associated  with  the 
RCMI  grantee  institutions.  The  support  provided  through  this  initiative  will  be  used  for  (a)  faculty 
expansion  and  development;  (b)  specialized  facilities  and  core  laboratories  necessary  for  clinical 
research;  (c)  epidemiological  studies;  and  (d)  support  for  pilot  projects,  many  of  which,  may  focus 
on  diseases  that  disproportionately  affect  minority  populations.  This  clinical  research  initiative  will 
assure  a  major  role  for  minority  institutions  in  conducting  research  to  improve  the  health  of 
minorities,  as  well  as  all  other  people  in  the  U.S.  It  will  enable  these  institutions  to  participate  in 
clinical  research  such  as  drug-resistant  tuberculosis  which  is  increasing  at  an  alarming  rate  in  the 
minority  community  especially  in  the  immune  compromised  individuals  suffering  from  the  disease 
AIDS. 

The  National  Advisory  Research  Resources  Council  of  NCRR  urged  the  support  of  these 
initiatives  which  is  essential  to  serve  the  needs  of  the  minority  institutions  and  ensure  the  inclusion 
of  more  minorities  in  clinical  research.  Eight  institutions  are  eligible  for  such  support  and  will 
require  an  additional  $750,000  each  or  $6,000,000  per  year  beginning  with  the  1995  budget. 

The  National  Institute  of  Dental  Research  (NIDR),  of  NIH,  and  the  RCMI  Program  of  NCRR 
collaborated  to  develop  an  initiative  in  FY92  to  fund  planning  grants  (Phase  I)  to  enable  minority 
dental  schools  and  dental  schools  serving  large  minority  populations  to  develop  Regional  Research 
Centers  for  Minority  Oral  Health  (RRCMOH).  The  objectives  of  this  initiative  are  to:  (1)  conduct 
research  to  improve  the  oral  health  of  U.S.  racial  and  ethnic  minorities;  (2)  enhance  the 
participation  of  members  of  racial  and  ethnic  minorities  in  oral  health  research;  and  (3)  strengthen 
the  minority  oral  health  research  infrastructure  of  eligible  schools.  Of  the  six  FY92  awards  under 
this  initiative,  one  was  made  to  Meharry  Medical  College.  Two  other  RCMI  institutions:  Howard 
University  and  Charles  R.  Drew  University  are  participating  in  this  initiative  as  collaborators  with 
the  University  of  Maryland  College  of  Dentistry  and  UCLA's  Dental  School.  The  faculty 
development  component  of  this  program  is  being  supported  by  the  RCMI  Program. 

These  institutions  arc  approximately  halfway  through  the  planning  phase  of  the  initiative  and  are 
gearing  up  to  prepare  applications  to  establish  Regional  Research  Centers  for  Minority  Oral  Health 
on  their  campuses. 

One  of  the  major  deficiencies  of  RCMI  institutions  involved  in  the  planning  process  for 
RRCMOHs  is  the  absence  of  a  core  of  faculty  with  experience  and  a  track  record  in  research  related 
to  Oral  Biology.  Faculty  development  and  expansion,  therefore,  is  a  major  component  of  the 
institution's  efforts  to  develop  the  appropriate  infrastructure  for  an  RRCMOH.  Because  of  budget 
constraints,  the  faculty  development  component  of  the  planning  process  was  limited  to  550,000  per 
year  for  three  years.  Budget  restraints  clearly  limited  the  RCMI  Program's  participation  in  the 
planning  phase  of  this  initiative.  A  more  meaningful  faculty  development  component  would  require 
support  at  the  level  of  $300,000  per  year  per  institution  for  three  years.  The  total  amount  for  such 
a  commitment  would  be  $1.2  million  each  year  for  three  years.  Thereafter,  these  faculty  members 
would  be  supported  by  their  institutions  and  support  received  from  research  grants. 

The  Science  facilities  at  RCMI  affiliated  institutions  and  minority  institutions,  in  general,  have  not 
received  support  from  the  federal  government  for  construction  of  research  facilities  as  their 
majority  counterparts.  After  several  years  of  intense  efforts  by  the  National  Center  for  Research 
Resources  to  secure  support  for  facilities  revitalization,  the  National  Center  for  Research  Resources 
is  now  authorized  under  the  Public  Health  Service  Act,  as  amended  by  the  National  Institutes  of 
Health  Revitalization  Act,  to  make  grants  to  public  and  non-profit  private  industry  to  expand, 
remodel,  renovate  or  alter  existing  research  facilities  or  construct  new  research  facilities  for 
Biomedical  and  Behavioral  Research  and  research  training. 
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Support  for  this  initiative  is  provided  in  the  FY94  budget  at  a  level  of  $7,000,000  with  up  to 
25percent  of  these  funds  targeted  for  institutions  of  emerging  excellence.  These  grants  will  require 
50  percent  matching  funds  from  non-federal  funds  with  the  intent  of  making  four  to  ten  awards  at 
different  levels.  RCMI  institutions  badly  need  support  for  construction  and  renovations,  but  will 
have  difficult  raising  matching  funds  if  they  successfully  compete  for  support  through  the 
application  process.  The  limited  funds  for  this  initiative  will  make  the  competitive  process 
extremely  keen  and  favor  institutions  that  are  better  able  to  secure  matching  support  and  to  develop 
competitive  grants.  It  would  be  helpful  for  RCMI  institutions,  if  funds  were  awarded  to  the  RCMI 
Program  such  that  RCMI  could  make  supplemental  awards  to  institutions  that  successfully  compete 
for  facility  revitalization  grants.  The  RCMI  awards  may  diminish  the  50  percent  matching  funds 
requirements  to  a  more  realistic  figure  based  on  the  institution's  ability  to  pay.  Instead,  this  may  be 
a  10  percent  match. 

In  summary,  the  critical  needs  of  the  RCMI  Program  for  FY95  above  the  President's  request  for 
the  RCMI  Program  are: 

FY95  support 

1 .  Clinical  Research  Infrastructure  Development  $  6.0  million 
(Eight  inslilulions  funded  @  $750,000) 

2.  Faculty  Development  Component  of  the  Regional  Research  1 .2  million 
Centers  for  Minority  Oral  Health 

3.  Science  facilities  renovation  and  construction  supplements  4.5  million 
at  RCMI  supported  institutions  (Three  institutions  funded  @  $1.5  million). 


Total  $11.7  million 

Thank  you  for  your  time  and  support  of  this  important  program. 

STATEMENT  OF  THE  ASSOCIATION  OF  UNIVERSITY 
ENVIRONMENTAL  HEALTH  SCIENCES  CENTERS 

Thank  you  for  having  given  mc  this  opportunity  to  present  written  testimony  on  appropriations  for  FY  1995  for 
the  National  Institute  of  Environmental  Health  Sciences  (NIEHS)  and  especially  for  the  NTEHS  Environmental 
Health  Sciences  Centers  Program. 

NIEHS  supports  twenty  university-based  environmental  health  research  centers  across  the  United  States.  The 
mission  of  each  of  these  Centers  is  to  bring  together  scientists  from  many  backgrounds  so  that  they  may 
undertake  collaborative,  interdisciplinary  research  that  will  enable  us  to  better  understand,  prevent  and  control 
human  disease  of  toxic  environmental  origin.  These  Centers  are  of  great  importance  to  the  nation.  They  are 
a  proven  mechanism  for  assembling  a  critical  mass  of  scientists  to  solve  the  complex,  multifactorial  problems  of 
environmental  health. 

Disease  prevention  is  a  major  goal  of  the  NIEHS  Centers.  In  the  twenty  years  of  their  existence  the  NIEHS 
Centers  have  contributed  substantially  to  the  prevention  of  environmental  disease  in  the  United  States.  Research 
conducted  in  the  Centers  has  provided  fundamental  knowledge  and  strategic  blueprints  for  preventing  childhood 
lead  poisoning,  asbestosis,  asthma  and  environmental  cancer.  The  savings  in  medical  care  costs  that  have 
resulted  from  this  prevention  research  have  been  enormous.  Additional  savings  may  be  expected  to  result  from 
research  conducted  in  these  Centers  in  the  future.   Specific  examples  include: 

•  Radon  and  Lung  Cancer.  Studies  underway  in  the  NIEHS  Environmental  Health  Research  Center  at 
the  University  of  Iowa  are  seeking  to  determine  the  level  of  lung  cancer  risk  that  is  posed  by  residential 
exposure  to  radon  gas.  Radon  is  a  significant  residential  exposure  in  Iowa.  Three  independent  surveys 
have  now  been  completed  in  the  state.  A  U.S.  EPA  survey  found  that  71%  of  Iowa's  homes  exceeded 
the  recommended  health  advisory  level  of  4  pCi/L  making  Iowa  the  state  with  the  highest  radon  levels 
among  all  states  tested.  The  second  survey  found  70%  of  Iowa  residences  to  have  radon  levels  greater 
than  the  4  pCi/L  level.  A  third  survey  conducted  by  Dr.  Kross,  Deputy-director  of  the  NIEHS 
Environmental  Health  Center  at  the  University  of  Iowa,  tested  590  homes  in  rural  Iowa  and  also  found 
that  70%  exceeded  tl.e  4  pCi/L  radon  advisory  level.  Studies  now  underway  in  the  Iowa  NIEHS  Center 
will  assess  the  precise  extent  of  the  risk  posed  by  radon  to  Iowa  residents.  This  research  will  provide 
guidance  towards  appropriate  means  of  prevention. 

•  Lead  Poi.'ioning.  Lead  poisoning  is  epidemic  among  young  children  in  the  United  States.  It  affects 
children  of  all  races  and  ethnic  groups,  but  is  especially  prevalent  among  minority  children  in  our  cities. 
At  least  three  million  children  have  elevated  blood  lead  levels.    Research  supported  by  the  NIEHS 
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Centers  at  Harvard  University  and  at  the  University  of  Cincinnati  was  critical  in  demonstrating  that 
blood  lead  levels  as  low  as  10  to  20jig/dl  could  cause  mental  retardation  and  developmental  delay  in 
young  children.  Without  this  research,  the  toxic  hazards  of  lower  level  lead  exposure  would  not  yet  be 
known,  and  many  more  American  children  would  be  suffering  silently  from  lead  poisoning.  This  work 
represents  a  specific  contribution  of  the  NIEHS  Centers  to  minority  health  programs  in  the  United 
States. 

•  Asbestos.  Asbestos  has  been  an  absolute  disaster.  Millions  of  tons  were  used  in  the  United  States 
from  the  1930s  then  until  the  1980s.  Millions  of  persons  were  exposed,  and  lens  and  thousands  of 
homes,  schools,  offices  and  public  buildings  were  contaminated.  By  the  year  2000,  an  estimated  300,000 
Americans  will  have  died  of  the  diseases  caused  by  asbestos:  asbestosis,  lung  cancer,  and  malignant 
mesothelioma.  Working  populations  have  been  especially  severely  affected.  However,  the  epidemic  has 
also  spread  to  include  workers'  family  members,  school  teachers,  firefighters,  school  custodians  and 
children  in  schools. 

Research  conducted  at  NIEHS  Centers,  particularly  at  The  Mount  Sinai  School  of  Medicine,  Harvard 
University  and  John  Hopkins  University,  identified  the  relationships  between  asbestos  exposure  and 
these  diseases.  This  research  made  possible  the  development  of  preventive  strategies  that  are  in  place 
today.  Absent  that  research,  the  current  epidemic  wouJd  be  far  worse,  asbestos  would  still  be  in 
widespread  use,  and  the  death  toll  would  extend  even  farther  into  the  next  century. 

•  DDT  and  Breast  Cancer.  Research  undertaken  by  the  NIEHS  Centers  at  The  Mount  Sinai  School  of 
Medicine  and  New  York  University  has  provided  evidence  for  a  possible  association  between  DDT  and 
female  breast  cancer.  In  these  studies,  body  burdens  of  DDT  were  examined  in  women  with  and 
without  breast  cancer.  Women  with  highest  body  burdens  of  DDT  were  found  to  be  four  times  more 
likely  to  develop  breast  cancer  than  those  with  lowest  burdens. 

This  is  the  first  instance  in  which  a  specific  envirormiental  factor  has  been  related  to  the  causation  of 
breast  cancer.  This  finding  holds  out  the  extraordinarily  important  promise  that  at  least  some  cases  of 
breast  cancer  may  be  preventable  by  the  simple  expedient  of  reducing  women's  exposure  to  DDT  and 
to  other  similar  compoimds  in  the  environment.  This  research  illustrates  the  commitment  of  the  NIEHS 
Centers  to  the  Women's  Health  Initiative. 

PROBLEM.   We  are  today  in  a  dilemma  in  environmental  health  research  in  the  United  States. 

The  threat  to  human  health  of  many  environmental  pollutants  remains  widespread.  An  extraordinary  array  of 
diseases  are  involved--many  more  than  we  recognized  ten  years  ago.  Some  environmental  diseases  such  as 
chronic  asthma  in  children  caused  by  air  pollution  and  certain  forms  of  cancer  are  actually  increasing  in 
frequency  in  the  United  States.  We  know  that  certain  diseases  of  environmental  origin  are  especially  common 
in  our  minority  populations  and  in  women. 

However,  despite  the  continuing  hieh  prevalence  of  many  environmental  health  problems  in  our  country,  and 
despite  our  newly  acquired  access  to  highly  sophisticated  scientific  tools  that  will  help  us  to  understand  and 
control  these  diseases,  our  efforts  are  frustrated  by  lack  of  funds.   That  is  the  core  of  our  dilemma. 

The  research  "buying  power"  of  the  NIEHS  Centers  has  actually  declined  over  the  past  decade.  While  the  overall 
NIH  budget  has  increased  by  129%,  that  of  NIEHS  has  risen  only  59%,  and  the  budget  of  the  NIEHS  Centers 
has  been  capped  and  frozen.  Thus  the  ability  of  NIEHS  to  address  the  problems  confronting  it  has  not  kept  pace 
with  either  inflation  or  the  burgeoning  reality  of  these  problems. 

The  Need  for  New  Centers.  To  meet  new  environmental  threats  to  human  health,  additional  NIEHS  Centers 
are  needed  across  the  country.  These  new  Centers  will  draw  together  the  new  scientific  talent  that  is  required 
to  build  upon  past  advances  to  enhance  our  ability  to  detect  the  effects  of  environmental  exposures  across  a 
broad  range  of  human  disease.  Like  the  existing  Centers,  these  new  Centers  will  not  only  serve  as  fod  for 
research,  but  also  they  will  become  regional  and  national  resources  providing  many  thousands  of  hours  of  service 
to  citizens  in  the  states  and  regions  in  which  they  are  situated. 

A  fundamental  problem,  however,  is  that  funds  to  initiate  any  new  Environmental  Health  Sciences  Centers  are 
virtually  non-existent  at  NIEHS.  These  funds  can  be  obtained  only  at  the  expense  of  depleting  the  budgets  of 
the  existing  Centers.  This  is  an  untenable  situation,  and  we  wish  to  direct  the  Committee's  attention  to  it. 

Research  Grant.s.  In  addition  to  the  Centers  program,  the  NIEHS  supports  a  vigorous  investigator-initiated  (RO- 
1)  research  grant  program.  This  program  is  the  Institute's  primary  mechanism  for  supporting  studies  conducted 
by  university  scientists.  Many  of  these  investigator-initiated  studies  lake  place  in  the  NIEHS  centers- 
Environmental  Physician  Training  Grants.  One  of  the  most  innovative  grant  programs  supported  by  NIEHS  k 
the  Environmental  Physician  Training  Grants  program.  These  grants  cover  50%  of  the  salary  of  mid-level  or 
senior  faculty  members  at  American  medical  schools  for  a  period  of  5  years  to  enable  these  physicians  to  devote 
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a  major  portion  of  their  time  to  reaching  medical  students,  faculty,  residents  and  fellows  about  environmental 
medicine.  This  is  critical  work,  because  the  average  American  medical  student  receives  only  6  hours  of  training 
in  environmental  medicine  in  the  4  years  of  medical  school.  Because  of  funding  cutbacks,  NIEHS'  ability  to 
support  this  excellent  program  is  severely  constrained.  The  next  generation  will  suffer. 

In  conclusion.  Mr.  Chairman.  I  would  like  bv  way  of  this  written  testimony  to  convey  the  message  that 
environmental  health  research  in  the  United  States  is  in  trouble.  The  concern  of  the  American  public  and  of 
the  Congress  about  envirorunental  diseases  and  environmental  health  hazards  has  risen.  Many  more 
environmental  problems  are  recognized  today  than  were  known  5,  10  or  20  years  ago  and  these  problems  can 
affect  virtually  every  organ  in  the  human  body.  We  know  also  that  children,  minorities,  women  and  the  elderly 
bear  a  disproportionate  share  of  the  burden  of  environmental  disease.  Yet  our  research  capacity  in 
environmental  health  is  actually  less  than  it  was  10  years  ago.  Despite  rising  public  concern,  we  actually  have 
less  ability  today  to  conduct  research,  to  understand  the  causes  of  environmental  disease  and  to  prevent  those 
diseases  than  we  did  in  1981. 

The  American  Medical  Association  has  staled  that  'NIEHS  research  programs  on  human  diseases  should  be 
expanded  in  order  to  foster  the  overall  health  of  the  American  public.  For  example,  greater  emphasis  could  be 
placed  on  studies  to  examine  the  effect  of  the  environment  on  reproductive  health,  neurological  disorders, 
immune  disorders,  respiratory  problems  and  aging.' 

FUNPFNG  REQUESTS.  The  Ad  Hoc  Group  for  Medical  Research  has  argued  that  protection  of  the  NIH 
research  investment,  including  that  at  NIEHS,  will  require  a  9  percent  increase  in  FY  1995  in  the  NIH  budget 
as  compared  to  FY  1994.  We  concur  in  this  judgment.  We  therefore  request  that  the  Labor,  HHS  and 
Education  Subcommittee  of  the  Senate  Committee  on  Appropriations  fund  the  NIEHS  and  its  budget  categories 
at  the  level  recommended  by  the  Ad  Hoc  Group  for  Medical  Research  Funding,  namely,  a  9  per  cent  across  the 
board  increase. 


In  conclusion,  Mr.  Chairman,  in  thb  time  of  severe  budgetary  constraints,  looming  national  debt  and  fundamental 
revision  of  our  health  care  system,  we  recognize  that  appropriation  of  funds  at  the  level  I  have  requested  may 
be  very  difficult.  Nevertheless  we  argue  the  dollars  appropriated  for  environmental  health  research  are,  in  fact, 
dollars  invested  in  the  prevention  of  disease.  The  payoff  will  be  less  disease,  fewer  disease-related  costs,  less 
despoliation  of  the  environment  and  a  healthier,  more  productive  nation. 


STATEMENT  OF  THE  ASSOCIATION  OF  UNIVERSITY  PROFESSORS 

OF  OPHTHALMOLOGY 

Members  of  the  Senate  Appropriations  Subcommittee  on  Labor,  Health  &  Human 
Services,  Education  and  Related  Agencies,  the  following  written  statement  is  submitted  to  you 
in  support  of  an  increase  in  Fiscal  Year  1995  funding  for  the  National  Institutes  of  Health 
National  Eye  Institute  (NIH/NEI). 

I  am  Robert  E.  Kalina,  M.D.,  Executive  Vice  President  of  the  AUPO  and  Professor  and 
Chairman  of  the  Department  of  Ophthalmology  at  the  University  of  Washington  School  of 
Medicine  in  Seattle,  Washington.  This  testimony  is  submitted  on  behalf  of  the  Association  of 
University  Professors  of  Ophthalmology  (AUPO),  a  professional  organization  comprised  of 
nearly  200  chairs  of  departments  of  ophthalmology  in  universities  and  other  teaching  institutions 
across  the  United  States. 

AUPO  was  formed  in  1966,  in  part  because  of  a  belief  that  eye  research  should  be 
separated  from  the  then  National  Institute  of  Neurological  Diseases  and  Blindness  (NINDB). 
As  a  consequence,  the  AUPO  was  a  very  early  and  strong  proponent  of  support  for  what 
eventually  became  the  National  Eye  Institute  in  1969  and  which  is  currently  celebrating  a  quarter 
century  of  sight  saving  research  accomplishments.  More  recently,  the  AUPO  became  a 
founding  member  of  the  Alliance  for  Eye  and  Vision  Research  (AEVR),  formed  in  1993,  whose 
primary  goal  is  to  strive  for  optimum  eye  care  for  the  American  people  through  research  and 
education. 

The  AUPO  joins  AEVR  in  supporting  the  "Citizens'  Budget  Proposal"  for  funding  for 
the  National  Eye  Institute  in  Fiscal  Year  1995.  The  Citizens'  Budget  Proposal  recommends  an 
increase  in  funding  from  the  Fiscal  Year  1994  level  of  $290,260,000  to  a  total  of  $412,790,000. 
This  proposal  is  based  on  a  deep  and  abiding  concern  that  opportunities  in  medical  research,  and 
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particularly  in  eye  and  vision  research,  are  at  an  all  time  high,  while  funding  for  pursuit  of  these 
opportunities  is  becoming  more  difficult  to  obtain.  NEI's  share  of  the  overall  NIH  budget  has 
continued  to  drop  from  a  prior  high  of  3.7%  to  a  low  of  2.6%  in  the  President's  Proposed 
Budget  for  Fiscal  Year  1995.  While  the  American  people  overwhelmingly  identify  loss  of  vision 
as  the  most  feared  disability,  funding  to  support  eye  and  vision  research  continues  to  be  one  of 
the  smallest  budgets  of  the  National  Institutes  of  Health. 

In  fact,  trends  in  the  conduct  of  support  for  research  grants  sponsored  by  the  overall 
National  Institutes  of  Health  do  not  look  good.  In  Fiscal  Year  1994,  the  Clinton  Administration 
recommended  a  1.3%  cut  in  funding  for  the  National  Eye  Institute.  Fortunately,  in  its  wisdom 
the  Congress  recognized  the  critical  investment  that  medical  research  truly  is,  and  the  National 
Eye  Institute  ended  up  receiving  a  5.2%  increase  in  funding,  barely  keeping  pace  with  the 
medical  economic  index.  As  Federal  Budget  constraints  continue  to  squeeze  discretionary 
spending,  we  are  deeply  concerned  that  medical  research  funding  will  suffer,  despite  the 
overwhelming  support  it  receives  in  public  opinion  polls.  We  are  somewhat  relieved  that  the 
Administration  has  recommended  a  3.7%  increase  in  Fiscal  Year  1995,  although  the 
recommendation  continues  to  be  well  below  what  we  need  and  below  the  rate  of  growth  in 
research  costs. 

Eye  and  vision  research  opportunities  are  at  an  unparalleled  height  right  now.  Twenty- 
five  years  of  federally  sponsored  research  is  the  basis  upon  which  unprecedented  advances  are 
possible  to  achieve  in  the  near  future,  which  will  have  positive  impacts  on  both  quality  of  life 
and  in  terms  of  cost  effectiveness.  Advances  in  research  have  made  it  possible  for  the  eye  and 
vision  community  to  maintain  sight  for  many  Americans  who  would  otherwise  have  lost  their 
vision  due  to  disease  and  as  a  consequence  their  productive  contributions  to  the  economy  as 
well.  Dwindling  grant  success  and  award  rates  at  this  exciting  period  in  time  are  devastating 
for  many  reasons. 

As  our  aging  population  continues  to  increase,  we  need  to  spur  research  on  cataract  and 
age-related  macular  degeneration  (AMD).  If  the  effects  of  these  blinding  eye  diseases  can  be 
slowed,  reversed  or  prevented,  the  quality  of  life  and  the  productivity  of  aging  Americans  can 
be  greatly  extended  and  the  overall  cost  to  the  American  taxpayer  can  be  greatly  reduced. 

For  example,  age-related  cataract  is  the  third  leading  cause  of  blindness  in  the  United 
States,  even  thought  1.5  million  cataract  operations  that  restore  functional  vision  are  performed 
each  year  in  this  country.  Reimbursement  for  cataract  surgery  accounts  for  12%  of  part  B  of 
the  Medicare  budget,  and  the  annual  cost  of  lens  extractions  in  the  U.S.  is  estimated  at  $3.5 
billion.  The  problem  will  worsen  in  coming  decades  as  the  U.S.  population  ages.  Any  means 
available  to  slow  the  progression  of  cataract  would  result  in  significant  reduction  in  cataract 
surgery. 

Environmental  factors  such  as  ultraviolet  light,  as  well  as  other  factors,  may  contribute 
to  oxidative  "stress"  in  the  lens  of  the  eye.  This  oxidative  stress  is  thought  to  produce  an 
aggregation  or  denaturation  of  proteins  in  the  lens  called  crystallins.  When  this  occurs,  the  lens 
turns  cloudy  (cataract).  In  what  appears  to  be  a  major  breakthrough,  scientists  have  discovered 
that  one  of  these  proteins  may  function  normally  to  protect  the  lens  from  oxidative  stress  by 
inhibiting  the  aggregation  of  other  lens  proteins.  More  detailed  knowledge  of  the  molecular 
interactions  between  crystallins,  and  the  response  of  the  lens  to  oxidative  stress  is  urgently 
needed,  as  this  path  of  research  may  lead  to  the  discovery  of  cost-effective  drugs  or  biologies 
which  can  prevent  or  delay  the  development  of  cataracts. 

At  the  University  of  Washington  we  have  identified  several  compounds  that  markedly 
delay  the  development  of  cataracts  due  to  radiation  and  other  causes.  We  have  designed  an 
instrument  to  assess  the  affects  of  these  agents  in  retarding  the  development  of  cataracts  in 
humans. 

Research  on  AMD,  estimated  to  affect  approximately  1.7  million  Americans  in  1995, 
indicates  genetic  as  well  as  systemic,  immunologic  and  environmental  factors  that  may  render 
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the  macula  susceptible  to  degeneration.  The  goal  of  NEI-sponsored  research  in  this  area  is  to 
identify  the  molecular  defects  in  macular  degeneration  and  use  this  knowledge  to  develop  new 
strategies  for  preventing  this  disease. 

Scientists  in  Seattle  are  studying  the  process  that  converts  light  into  the  electrical  signal 
that  we  interpret  as  vision.  Inherited  defects  have  been  uncovered  that  lead  to  blinding 
degenerations  of  the  retina.  Prevention  of  visual  loss  by  drugs  or  even  by  gene  therapy  is  on 
the  horizon. 

These  research  areas  provide  a  glance  at  research  projects  that  we  consider  meritorious 
but  which  lack  an  adequate  funding  base.  While  a  tremendous  amount  of  progress  has  been 
made  in  these  critical  fields  in  the  past,  we  now  have  the  technological  means  to  make 
significant  improvement  in  treatments  and  toward  prevention  in  these  areas.  But  this  will  not 
happen  if  we  do  not  begin  to  view  medical  research  as  a  vital  investment  in  America's  future. 
As  an  investment,  medical  research  holds  the  promise  of  identifying  cost  effective  preventative 
techniques  and  cost  effective  treatments  for  those  maladies  we  cannot  eradicate. 

In  the  field  of  eye  and  vision  research,  we  can  confidently  speak  to  the  future  in  terms 
of  accomplishments  because  of  the  many  challenges  we  have  met  over  the  past  quarter  century, 
thanks  to  congressionally  supported  programs  at  the  National  Eye  Institute.  Moreover,  because 
of  the  excellent  management  practices  of  the  National  Eye  Institute,  it  is  able  to  maintain  the 
lowest  average  cost  for  research  grant  projects.  This  means  that  NEI  gives  the  American 
taxpayer  "the  most  bang  for  the  buck." 

The  eye  and  vision  research  community  strongly  supports  the  Harkin/Hatfield  Health 
Research  Fund.  We  believe  this  proposal  ensures  that  life  sciences  research,  an  integral  aspect 
of  this  nation's  investment  strategy,  can  continue  to  make  tremendous  contributions  to  the  quality 
of  life  in  this  nation.  The  Health  Research  Fund  provides  tremendous  opportunities  to  capitalize 
on  the  research  advances  noted  earlier  in  this  testimony  and  gives  millions  of  Americans  with 
vision  disability  hope. 

In  summary,  the  Association  of  University  Professors  of  Ophthalmology  strongly  supports 
Fiscal  Year  1995  funding  for  the  National  Eye  Institute  in  the  amount  of  $420  million.  We 
sincerely  appreciate  the  opportunity  to  submit  this  written  statement  and  would  be  happy  to 
provide  any  additional  information  upon  request. 


STATEMENT  OF  THE  CITIES  ADVOCATING  EMERGENCY  AIDS 
RELIEF  [CAEAR]  COALITION 

Cities  Advocating  Emergency  AIDS  Relief  (CAEAR)  is  a  coalition  composed  of 
members  of  Planning  Councils  established  under  Title  I  of  the  Ryan  White  CARE  Act. 
The  CAEAR  Coalition  strongly  urges  the  Congress  to  fully  fund  a  triple-track  approach 
to  the  battle  against  AIDS  consisting  of  broad  access  to  comprehensive  HIV  care,  an 
aggressive  prevention  outreach  effoit  and  an  accelerated  research  program. 

In  particular,  the  CAEAR  Coalition  seeks  expanded  funding  for  the  Ryan  White  CARE 
Act  beyond  the  President's  FY  1995  budget  request,  which  included  $364  million  for 
Title  I,  an  increase  of  $39  million.  The  CAEAR  Coalition  is  seeking  an  additional  $25 
million  for  a  total  of  $389  million  in  FY  95  Title  I  funding  to  accommodate  as  many 
as  5  to  8  newly  eligible  Title  I  communities  and  to  respond  to  rapidly  escalating  AIDS 
caseloads  in  the  new  and  existing  Title  I  communities.  A  $64  million  increase  in  Title 
I  funding  over  the  FY  94  level  is  the  absolute  minimum  necessary  to  avoid  a  reduction 
in  services  to  people  with  HIV/AIDS. 

Heavily  reliant  on  all  titles  of  the  CARE  Act  to  provide  comprehensive  care  services 
to  people  with  HIV  in  our  communities,  we  support  increases  in  FY  95  funding  for  all 
titles  of  the  CARE  Act  --  Titles  I,  II,  lll(B)  and  IV  --  and  reiterate  our  longstanding  call 
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for  full  funding  of  the  Ryan  White  CARE  Act  at  over  $880  million.  The  recent  report 
of  the  Centers  for  Disease  Control  and  Prevention  (CDC)  that  AIDS  diagnoses  more 
than  doubled  in  1993  lends  an  ever  growing  urgency  to  our  request. 

Despite  the  urgency,  appropriations  have  lagged  far  behind  the  original  authorization, 
and  the  hope  of  the  HIV-infected,  and  that  of  their  friends  and  families,  has  been 
dashed  again  and  again  amid  broken  promises.  That  hope  was  first  ignited  in  1990 
with  the  passage  of  the  CARE  Act.  By  passing  the  Ryan  White  CARE  Act,  Congress 
recognized  that  the  AIDS  epidemic  is  a  disaster,  national  in  scope,  emergency  in 
nature,  requiring  sufficient  resources  to  mount  a  comprehensive  assault  against  it. 
The  CARE  Act  was  the  commitment  of  Congress  to  do  just  that.  From  this 
Congressional  commitment  was  born  the  acronym  "CARE,"  for  Comprehensive  AIDS 
Resources  Emergency  Act. 

But  the  commitment  of  Congress  has  never  been  carried  out.  The  promise  of  the 
CARE  Act  has  never  been  fully  realized.  Current  federal  funding  for  the  Ryan  White 
CARE  Act  stands  at  $300  million  less  than  the  original  authorization  of  over  $880 
million.  With  the  election  of  President  Clinton,  CAEAR  Coalition  members  believed  we 
had  the  opportunity,  after  more  than  a  decade  of  disappointment  and  death,  to  correct 
our  government's  failure  to  respond  adequately  to  tfie  AIDS  epidemic.  Tfie 
Administration's  budget  request  for  FY  95  is  sadly  short  of  the  President's  campaign 
pledge.  The  Congress  can,  and  must,  correct  this  by  meeting  the  minimum  funding 
requested  by  people  with  AIDS  and  those  who  serve  them. 

Communities  across  this  nation  are  struggling  to  meet  the  ever-evolving  challenges 
of  this  epidemic.  Though  AIDS  in  the  United  States  first  struck  the  gay  community, 
the  CDC  has  just  reported  that,  for  the  first  time,  AIDS  is  spreading  fastest  among 
non  drug-using  heterosexuals.  AIDS  is  the  leading  cause  of  death  for  young  women 
and  men  in  many  parts  of  the  country  and  is  the  third  leading  killer  of  children.  AIDS 
is  on  an  alarming  and  disproportionate  increase  among  communities  of  color.  AIDS 
takes  the  lives  of  more  than  one  hundred  Americans  every  day  -  one  every  15 
minutes  -  and  the  pace  is  accelerating.  More  than  one  million  Americans  are  infected 
with  the  HIV  virus. 

As  the  Congress  was  enacting  the  Ryan  White  CARE  Act,  the  nation's  AIDS  caseload, 
after  eight  years  of  accumulation,  soared  past  100,000  reported  cases.  In  November 
1991,  only  two  years  later,  the  nation's  AIDS  caseload  surpassed  200,000.  Less 
than  two  years  after  that  milestone,  in  middle  of  last  year,  the  nation's  AIDS  caseload 
edged  over  300,000  cases. 

Four  years  ago,  16  American  metropolitan  areas  had  AIDS  caseloads  sufficient  to  be 
designated  disaster  areas  under  Title  I.  Two  years  ago,  the  number  rose  to  18.  Last 
year,  there  were  25;  this  year,  34.  And  next  year,  39  to  42  American  communities 
will  qualify  for  emergency  assistance  under  Title  I  of  the  Ryan  White  CARE  Act. 

The  AIDS  epidemic  in  America  is  not  ending,  but  continues  a  relentless  push  into 
communities  across  America's  expanse.  This  spiralling  growth  of  HIV  requires  a 
continued  increase  in  resources  in  all  three  of  the  principal  approaches  to  the  fight 
against  AIDS:  care,  prevention  and  research.  It  is  imperative  that  increases  for  AIDS 
care  not  come  at  the  expense  of  funding  for  AIDS  research  and  prevention,  or  vice 
versa.  The  United  States  Government  must  find  the  resources  to  conduct  the  battle 
against  AIDS  across  this  triple  track  of  care,  prevention  and  research. 

The  CARE  Act  serves  as  a  critical  connecting  link  in  this  triple  track  by  translating 
research  efforts  into  direct  benefits  to  those  with  HIV  disease.  Without  the  CARE 
Act,  our  major  public  health  systems  would  collapse,  leaving  only  the  privileged  with 
access  to  the  life-saving  treatments  which  billions  invested  in  research  have  prodtjced. 
Instead,  the  CARE  Act  has  provided  a  model  of  efficiency,  and  has  been  praised  by 
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federal  and  state  legislators,  Governors,  Mayors,  comnnunity-based  organizations  and 
AIDS  activists  --  all  -  for  providing  vital  care  and  simultaneously  creating  imaginative 
and  cost-effective  solutions  to  the  AIDS  epidemic  in  our  nation's  communities. 

Within  1 50  days  of  the  President's  signature  on  an  appropriations  bill.  Title  I  Planning 
Councils  are  distributing  a  life  line  of  services  to  people  with  AIDS.  Without  the 
structure  and  resources  provided  under  the  CARE  Act,  this  never  would  have  been 
possible.  Discord  and  disorganization  have  been  replaced  with  consensus  and 
collective  action  in  community  after  community. 

Planning  Councils  around  the  nation  assess  and  prioritize  their  communities'  needs. 
AIDS  service  organizations  offer  testing,  counseling  and  early  intervention  services  to 
enhance  and  prolong  the  lives  of  persons  with  HIV.  They  provide  case  management 
and  increased  access  to  care,  arranging  for  primary,  dental  and  outpatient  care;  home 
care  and  hospice  care;  housing  and  nutrition  services;  nursing  and  prescription  drugs, 
and  for  a  variety  of  other  services. 

Even  as  the  numbers  of  AIDS  diagnoses,  the  number  of  Title  I  communities,  the 
number  of  dead  have  all  continued  to  rise,  the  34  American  communities  receiving 
Title  I  assistance  this  year  have  continued  to  succeed  in  providing  streamlined  services 
in  a  cost-effective  manner.  In  FY  95,  the  number  of  communities  eligible  for  Title  I 
assistance  will  rise  to  39  to  42  and  will  contain  an  estimated  73  percent,  or  more,  of 
the  nation's  AIDS  caseload.  As  the  number  of  Title  I  cities  grows,  and  the  caseloads 
spiral  upward,  the  federal  response  must  grow  as  well. 

A  shortfall  in  federal  funding  for  AIDS  care  will  mean  that  thousands  of  Americans  will 
not  be  tested  for  HIV  and  will  not  be  able  to  take  advantage  of  currently  available 
drugs  and  treatments.  For  them,  and  for  many  more  who  have  been  tested, 
inadequate  federal  funding  also  means  the  denial  of  life-lengthening  care.  Americans, 
who  could  remain  healthy  and  working,  and  contributing  in  a  myriad  of  ways  to  their 
communities,  instead  will  become  ill.  They  will  add  to  the  growing  number  of 
Americans  in  our  already  overcrowded  urban  hospital  emergency  rooms  and  will  cost 
the  nation  millions  of  dollars  in  unnecessary  hospitalizations.  They  will  continue  a 
trend  of  some  years  now,  in  which  AIDS  patients  have  required  almost  20  percent  of 
the  available  hospital  beds  in  Title  I  communities.  And  those  hospitals  will  continue 
to  see  an  average  loss  of  almost  $420  thousand  per  bed,  per  year  on  AIDS  patients. 

There  is  an  alternative.  CARE  Act  programs,  costing  relatively  few  dollars,  can 
preserve  the  health  of  those  with  HIV  disease  and  can  preserve  the  health  of  our 
major  metropolitan  public  health  care  systems.  The  United  States  government 
responds  to  all  manner  of  disasters:  forest  fires,  earthquakes,  hurricanes,  floods.  We 
do  not  fold  our  arms  and  say  no.  The  AIDS  disaster  in  America  continues  to  demand 
no  less  a  federal  response. 

We  must  act  now  to  care  for  the  sick,  to  protect  the  new  populations  of  Americans 
at  risk  -  particularly  minorities,  children  and  teenagers,  and  to  relieve  the  pressure  on 
our  public  health  systems  teetering  on  the  verge  of  collapse.  The  Ryan  White  CARE 
Act  offers  cost-effective  solutions  to  these  problems.  The  AIDS  epidemic  in  America 
is  not  static.  It  is  growing.  So,  too,  must  be  our  response.  We  must  continue  to 
increase  CARE  Act  funding  in  pace  with  the  epidemic.  We  must  move  as 
communities,  as  a  Congress,  and  as  a  nation  to  confront  this  deadly  disease  and  to 
defeat  it. 


STATEMENT  OF  THE  CHILD  WELFARE  LEAGUE  OF  AMERICA,  INC. 

The  Child  Welfare  League  of  America  (CWLA),  is  a  national  association  of  more 
than  700  public  and  private  voluntary  agencies  dedicated  to  serving  abused  and  neglected 
children  and  their  families.    Workers  in  our  agencies  are  on  the  front  lines  every  day 
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struggling  with  minimal  resources  to  provide  a  range  of  essential  services  to  a  growing 
number  of  abused,  neglected  and  seriously  troubled  children  and  families.  These  services 
include  intensive  in-home  services  such  as  family  support  and  family  preservation;  foster 
care  services;  adoption  assistance;  youth  services,  residential  treatment  and  numerous 
related  services  such  as  child  day  care,  health  care,  substance  abuse  prevention  and 
treatment,  mental  health  services,  developmental  assistance,  housing  assistance,  counseling 
and  training.  We  want  to  express  our  views  to  the  Subcommittee  on  the  funding  for  federal 
programs  that  are  important  to  children  and  families  in  the  child  welfare  system. 

CWLA  and  our  member  agencies  know  first  hand  the  magnitude  and  severity  of 
problems  facing  vulnerable  children  and  families.  We  see  poverty,  unemployment, 
homelessness,  HIV/AIDS,  and  substance  abuse  tearing  millions  of  families  apart  each  year 
and  contributing  to  the  increasing  number  of  infants,  children  and  youth  who  experience 
abuse,  neglect  or  abandonment.  However,  we  also  know  that  these  problems  can  be 
successfully  addressed  and  that  many  of  these  tragedies  can  be  prevented.  Child  abuse  and 
neglect  can  be  reduced  and  prevented,  troubled  families  supported,  and  children  who  have 
suffered  greatly  can  be  protected  from  further  harm  and  assisted  to  become  healthy  and 
productive  adults.  Enormous  human  and  social  costs  can  be  saved  if  we  make  the  right 
investments  today.  Supportive  programs  that  prevent  or  treat  child  abuse  and  neglect  can 
save  thousands  of  lives  and  billions  of  dollars  each  year. 

We  urge  this  Subcommittee  to  fund  the  investments  in  children  and  families  proposed 
in  the  President's  FY  1995  budget  and  recently  endorsed  by  the  House  Budget  Committee 
in  its  annual  Budget  Resolution.  These  include  family  support,  family  preservation  and  child 
day  care  services.  We  also  ask  you  to  increase  funding  for  the  Adoption  Opportunities  Act 
programs  which  recruit  families  to  adopt  special  needs  children  and  create  post-adoptive 
services  to  assist  families  to  care  for  these  youngsters.  CWLA  urges  you  to  support  a 
modest  $13  million  increase  for  this  program.  Similarly,  the  Abandoned  Infants  Assistance 
Act  program  should  be  funded  at  the  fully  authorized  level  of  $30  million.  This  program 
provides  the  services  necessary  to  speed  the  transition  of  "boarder  babies"  -  newborn  babies 
who  literally  have  no  home  to  go  to  -  from  high-cost  acute  care  public  hospitals  to  foster 
and  adoptive  families. 

CHILD  WELFARE  SERVICES  PROGRAM 

The  dramatic  increase  in  child  abuse  and  neglect  in  the  last  decade  has  strained  the 
ability  of  state  child  welfare  systems  to  carry  out  their  responsibilities  to  protect  and  care 
for  children.  Funding  for  the  program  has  been  severely  limited  throughout  the  decade 
while  reports  of  child  abuse  and  neglect  have  increased  by  more  than  150  percent. 
Additional  funds  are  necessary  to  meet  the  needs  of  many  troubled  families  and  their 
children.  CWLA  urges  this  Subcommittee  to  increase  funding  for  the  Child  Welfare  Services 
Program  (Title  IV-B  of  the  Social  Security  Act)  to  the  fully  authorized  level  of  $325  million. 
In  conjunction  with  the  new  Family  Preservation  and  Family  Support  Services  Program,  the 
Child  Welfare  Services  Program  is  the  major  source  of  federal  support  for  protective  and 
preventive  services  for  abused  and  neglected  children  and  troubled  families. 

CHILD  CARE  AND  HEAD  START 

With  the  increasing  number  of  parents  in  the  workforce,  child  day  care  is  now  an 
essential  element  of  family  life.  Child  day  care  promotes  and  supports  family  resources  by 
enhancing,  not  replacing,  family  responsibilities.  The  lack  of  or  loss  of  care  can  trigger  a 
crisis  and  threaten  the  stability  of  a  family.  State  and  federal  child  care  funding  is  necessary 
for  families  who  struggle  to  enter  or  remain  in  the  workforce. 

The  Child  Care  and  Development  Block  Grant  program  has  been  successful  in 
increasing  the  provision  of  child  care  services  to  low-income,  working  families  across  our 
nation.  The  Block  Grant  also  allows  each  state  to  assess  its  own  needs  and  support 
activities  to  meet  those  needs.  Innovative,  creative  solutions  are  being  funded  to  meet  some 
of  these  needs  unique  to  each  state. 
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Although  this  program  has  made  some  strides  in  expanding  services  to  low  income 
working  families  and  improving  the  quahty  in  the  child  care  system,  much,  much  more  needs 
to  be  done.  A  recent  study  reported  that  over  35  states  had  waiting  lists  for  low-income 
working  families.  California  and  Texas  both  report  that  many  families  may  wait  two  to 
three  years  before  receiving  subsidies.  In  addition,  Alabama  had  over  8,000  children 
waiting,  Illinois  had  over  30,000  and  Pennsylvania  had  over  6,000.  We  must  take  action  to 
ensure  that  children  receive  quality  day  care.  CWLA  therefore  urges  you  to  support  the 
President's  request  and  the  funding  level  approved  in  the  Committee-passed  House  Budget 
Resolution,  of  a  $198  million  increase  in  spending  for  the  Child  Care  and  Development 
Block  Grant.  We  additionally  urge  you  to  preserve  and  protect  identified  Tunding  streams 
for  child  care  resource  and  referral  and  School  Age  Child  Care  programs  (authorized  under 
the  Dependent  Care  Planning  and  Development  Block  Grant),  the  Child  Development 
Associate  (CDA)  scholarship  program  and  Dependent  Care  and  Crisis  Nurseries  Programs. 
CWLA  further  calls  for  your  support  of  Head  Start  expansion  with  increased  funding  of 
$700  million  that  will  provide  critical  early  intervention  and  quality  care  to  low-income 
children  and  families,  especially  the  expansion  of  services  to  families  with  infants  and 
toddlers. 

ADOPTION/ABANDONED  INFANTS 

The  child  welfare  system  is  struggling  to  deal  with  the  dramatic  increase  in  the 
number  of  reports  of  child  abuse  and  neglect  and  the  subsequent  increase  in  the  number 
of  children  in  foster  care.  Adoption  provides  a  secure,  loving,  permanent  way  out  of  the 
system  for  many  children.  CWLA  member  agencies  know  how  to  find  adoptive  families  for 
these  children;  we  must  be  able  to  educate  the  public  about  the  needs  of  these  children, 
actively  recruit  and  prepare  families  to  adopt  these  children,  and,  following  placement, 
provide  supportive  services  to  the  adoptive  families. 

The  Adoption  Opportunities  Act  is  effective  in  helping  agencies  recruit  families  to 
adopt  children  with  special  needs  and  establish  post-adoptive  services  to  assist  families  in 
caring  for  these  children.  Yet,  increased  resources  are  urgently  needed  in  order  to  meet  the 
needs  of  the  thousands  of  children  currently  awaiting  adoptive  placement.  Although  it  is 
difficult  to  accurately  state  the  number  of  children  in  the  United  States  awaiting  adoptive 
placement,  CWLA  believes  there  are  35,000  -  50,000  children  currently  legally  free  for 
adoption,  with  as  many  as  75,000  -  80,000  children  anticipated  to  need  adoptive  placement 
in  the  next  year.  Many  of  these  children  are  considered  "special  needs"  children,  meaning 
they  are  older,  part  of  a  sibling  group,  have  physical,  mental  or  emotional  disabilities,  or  are 
children  of  ethnic  minority  status.  Indeed,  studies  show  that  minority  children,  particularly 
African  American  and  Latino  children,  are  disproportionately  over-represented  in  the 
number  of  children  awaiting  adoptive  placement.  In  addition  to  responding  to  the  needs  of 
children  to  have  families  of  their  own,  insuring  the  children  move  from  foster  care  to 
adoptive  families  will  result  in  significant  savings  of  the  taxpayers'  dollars.  CWLA  urges  this 
Subcommittee  to  support  a  modest  $13  million  increase,  to  $25  million,  for  the  Adoption 
Opportunities  Programs  to  find  adoptive  homes  for  these  children. 

Similarly,  the  Abandoned  Infants  Assistance  Act  addresses  the  issue  of  "boarder 
babies,"  infants  under  12  months  of  age  who  remain  in  the  hospital  beyond  the  date  of 
medical  discharge  because  they  literally  have  no  home  to  go  to.  The  program  attempts  to 
speed  the  transition  of  these  infants  from  high-cost  acute  care  hospitals  into  foster  homes 
and  adoptive  families.  This  program  has  also  been  helpful  in  reuniting  infants  with  their 
biological  parents.  A  recent  report  issued  by  the  U.S.  Department  of  Health  and  Human 
Services  reaffirmed  a  CWLA  finding  of  up  to  22,000  boarder  babies  and  abandoned  infants 
at  any  given  time  in  the  United  States  in  1991.  CWLA  urges  this  Subcommittee  to  fund  the 
program  at  the  fully  authorized  level  of  $30  million. 

CWLA  recognizes  the  difficulty  of  funding  decisions  given  the  constraints  on 
discretionary  spending  mandated  by  the  budget  law  last  year.  New  investments,  especially 
in  our  children,  young  people  and  their  families,  are  essential  to  produce  citizens  who  can 
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and  will  want  to  contribute  to  society  as  well  as  to  reduce  the  current  human  and  financial 
costs  of  avoiding  and  neglecting  problems.  These  modest  but  vital  investments  could  be 
made  and  deficit  reduction  protected  and  achieved  with  a  mere  fraction  of  the  savings  that 
could  still  come  from  military  related  funding,  according  to  defense  experts  representative 
of  the  political  spectrum.  We  urge  you  to  continue  making  our  children,  families  and  our 
futures  a  much  higher  priority. 


STATEMENT  OF  THE  CFIDS  ASSOCIATION  OF  AMERICA 

The  CFIDS  Association  of  America  is  the  largest  CFIDS  (chronic  fatigue  and  immune 
dysfunction  syndrome,  also  known  as  chronic  fatigue  syndrome)  patient  organization  in  the 
world  with  more  than  23,000  members  and  a  mailing  list  of  150,000.  It  is  dedicated  to 
conquering  CFIDS  (CFS)  by  supporting  research,  education  and  public  policy  programs. 
Since  1987,  the  Association  has  privately  funded  nearly  $2,000,000  in  research  and 
advocacy  grants  and  has  published  and  distributed  hundreds  of  thousands  of  copies  of  its 
journal,  The  CFIDS  Chronicle.  The  CFIDS  Association  of  America  is  a  non-profit  501(c)(3) 
organization  governed  by  an  all-volunteer  board  of  directors. 

CFIDS  (CFS)  is  a  serious  and  debilitating  disease  estimated  to  affect  hundreds  of  thousands, 
and  perhaps  millions,  of  adults  and  children  in  America.  Onset  of  this  illness  often  occurs 
during  adolescence  and  young  adulthood,  changing  lives  quite  dramatically.  It  is  a  complex 
multi-systemic  illness  characterized  by  neurological,  rheumatological  and  immunological 
problems,  incapacitating  fatigue,  and  a  constellation  of  symptoms  that  are  severely 
debilitating  and  can  last  for  years. 

Thanks  to  specific  direction  from  the  U.S.  Congress,  there  has  been  a  strong  government 
response  to  CFIDS  (CFS)  this  year.  The  Assistant  Secretary  for  Health  has  provided 
leadership  through  the  DHHS  Chronic  Fatigue  Syndrome  Interagency  Coordinating  Committee 
(CFSICC).  The  Coordinating  Committee,  which  was  recently  expanded  to  include  patient 
advocates,  monitors  the  federal  government's  response  to  CFIDS  (CFS)  and  develops  a 
yearly  action  plan  for  CFIDS  (CFS). 

$5  million  dollars  has  been  invested  in  research  for  FY  1994  at  the  National  Institutes  of 
Health  (NIH)  with  leadership  from  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAID).  In  1993  NIAID  reported  the  discovery  of  immune  abnormalities  in  persons  with 
CFIDS  (CFS)  which  were  documented  by  intramural  researchers.  NIAID  is  funding  three 
Cooperative  Research  Centers  (CRCs)  and  some  notable  extramural  CFIDS  (CFS)  grants  as 
well.  The  most  promising  extramural  project,  which  is  funded  jointly  by  The  CFIDS 
Association  of  America,  attempts  to  characterize  what  may  be  a  novel  human  retrovirus 
isolated  from  a  patient  with  a  syndrome  compatible  with  the  diagnosis  of  CFIDS  (CFS). 

Substantial  research  is  being  pursued  at  the  National  Institute  of  Mental  Health  (NIMH)  and 
the  National  Cancer  Institute  (NCI).  Based  on  findings  from  a  series  of  studies  at  NIAID, 
NIMH  and  the  National  Institute  of  Child  Health  and  Human  Development  (NICHD),  scientists 
have  expanded  investigations  of  a  hormone  imbalance  that  may  explain  the  lethargy 
associated  with  CFIDS  (CFS).  Research  projects  related  to  CFIDS  (CFS)  have  been  funded 
at  several  other  institutes  and  the  Office  of  Research  on  Women's  Health  (ORWH)  has  taken 
a  special  interest  in  how  this  disease  affects  women. 

The  Centers  for  Disease  Control  (CDC)  has  also  made  significant  advances  by  moving,  as 
directed  by  the  U.S.  Congress,  from  a  passive  surveillance  system  to  an  active,  integrated, 
epidemiologic  and  laboratory-based  program.  A  newly  revised  case  definition  of  CFIDS  (CFS) 
is  almost  completed  and  will  be  published  as  soon  as  possible  in  a  peer-reviewed  journal. 
CDC  is  in  the  final  stages  of  preparing  an  informational  brochure  about  CFIDS  (CFS)  which 
will  be  widely  distributed.  Development  of  the  case  definition  and  the  brochure  involved 
collaboration  with  the  patient  community. 

Despite  the  efforts  of  many  individuals  throughout  the  U.S.  Public  Health  Service,  CFIDS 
(CFS)  remains  a  mysterious  illness  that  is  only  beginning  to  be  understood.    The  CFIDS 
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Association  of  America  strongly  believes  that  successfully  conquering  CFIDS  (CFS)  requires 
a  full-scale  commitment  on  behalf  of  the  Public"  Health  Service  and  the  United  States 
Congress.    Our  priorities  for  action  include: 

•  Aggressive  research  by  the  National  Institutes  of  Health  focusing  on  identifying 
the  etiological  agent(s)  for  CFIDS  (CFS)  in  adults  and  children. 

•  Comprehensive  and  complete  studies  by  the  Centers  for  Disease  Control 
documenting  the  basic  epidemiology  of  CFIDS  (CFS)  and  commencement  of 
appropriate  health  education  for  medical  professionals,  school  systems  and  the 
general  public  with  or  at  risk  for  contracting  the  disease. 

•  Appropriate,  up-to-date  and  consistent  medical  standards  utilized  by  the  Social 
Security  Administration  to  determine  disability  benefits  for  those  with  CFIDS 
(CFS). 

•  Compassionate  and  adequate  policy  at  the  Food  and  Drug  Administration  that 
allows  CFIDS  (CFS)  patients  access  to  potential  new  drugs  at  the  earliest 
opportunity  and  for  appropriately  sustained  periods. 

The  federal  government  is  currently  committing  $10  million  to  CFIDS  (CFS)  related  research 
at  the  Centers  for  Disease  Control  and  the  National  Institutes  of  Health.  The  CFIDS 
Association  of  America  would  like  to  make  the  following  recommendations  for  FY  1995 
appropriations  or  provisions  of  appropriations  report  language: 

Office  of  the  Assistant  Secretary  for  Health 

The  CFIDS  Association  of  America  specifically  requests  $1  million  be  designated  to  the 
Office  of  the  Assistant  Secretary  for  Health  to  Chair  the  CFIDS  (CFS)  Interagency 
Coordinating  Committee  which  was  reorganized  in  1993  by  the  Assistant  Secretary  for 
Health.  The  committee  should  continue  to  coordinate  CFIDS  (CFS)  research  across  the 
Public  Health  Service  by  creating  a  yearly  CFIDS  (CFS)  action  plan  and  conducting  oversight 
into  programs,  performance  and  budget  allocations.  Formal  representation  on  the  committee 
must  continue  to  include  National  Institutes  of  Health,  Centers  for  Disease  Control,  Food  and 
Drug  Administration,  Social  Security  Administration,  patient  or  consumer  advocates  and 
private  sector  researchers.  The  participation  of  a  private  sector  researcher  has  not  yet  been 
accomplished  and  should  be  strongly  encouraged  by  the  U.S.  Congress. 

National  Institutes  of  Health 

The  CFIDS  Association  of  America  specifically  requests  a  $15  million  increase  in  NIH 
funding,  the  majority  of  which  would  be  directed  to  extramural  grants  and  focused  intramural 
efforts  toward  promising  areas  of  biomedical  research.  The  Association  believes  NIH  should 
redirect  spending  priorities  to  more  appropriately  examine  biological  principles  for 
investigation  into  the  etiologic  agent.  NIH  can  maximize  its  research  efforts  by  appointing 
a  CFIDS  (CFS)  Coordinator  in  the  office  of  the  NIH  Director  to  provide  leadership  on  CFIDS 
(CFS)  and  by  appointing  credible  and  knowledgeable  advocates  to  appropriate  NIH  advisory 
councils. 

Centers  for  Disease  Control 

The  CFIDS  Association  of  America  specifically  requests  a  $10  million  earmark  at  the  CDC 
to  document  the  basic  epidemiology  of  CFIDS  (CFS).  The  Association  encourages  the 
immediate  termination  and  conclusions  of  the  present  surveillance  study  and  supports 
additional  funds  to  begin  a  more  effective  community-based  prevalence  study  which  would 
allow  CDC  to  collect  meaningful  data  on  endemic  cases  and  possible  cluster  outbreaks  and 
conduct  appropriate  case  control  studies.  The  Association  also  believes  CDC  should 
commence  a  series  of  studies  on  possible  transmission  routes  for  CFIDS  (CFS)  and  provide 
appropriate  education  programs. 

Food  and  Drug  Administration 

We  request  a  streamlined  process  through  which  potentially  promising  drugs  that  can  treat 

CFIDS  (CFS)  are  investigated  and  approved  without  unnecessary  delay.    The  Association 
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furtlier  recommends  a  policy  to  allow  CFIDS  (CFS)  patients  access  to  any  potential  drug  at 
the  earliest  opportunity  after  safety  is  established.  Finally,  the  Association  requests 
placement  of  a  CFIDS  (CFS)  advocate  on  the  Antiviral  Drugs  Advisory  Committee. 

Social  Security  Administration 

The  CFIDS  Association  of  America  requests  that  the  current  SSA  CFIDS  (CFS)  surveillance 
project  be  reported  to  Congress  during  this  fiscal  year.  SSA  should  use  this  recently 
established  surveillance  to  investigate  obstacles  to  benefits  for  people  with  CFIDS  (CFS)  and 
keep  medical  information  on  CFIDS  (CFS)  claimants  updated.  SSA  should  also  establish  a 
CFIDS  (CFS)  Advisory  Committee  to  review  current  medical  standards  and  investigate  the 
needs  of  regional  SSA  offices  with  regard  to  training  and  information  resource  needs.  SSA 
can  further  benefit  CFIDS  (CFS)  claimants  by  including  medically  accurate,  up-to-date 
information  on  CFIDS  (CFS)  in  the  Listing  of  Impairments  and  POMS  manuals  to  be  reviewed 
on  a  bi-annual  basis. 

Conclusion 

Progress  is  being  made  towards  solving  the  mysteries  of  CFIDS  (CFS)  through  strong 
government  leadership  that  includes  active  collaboration  with  private  researchers  and  patient 
advocacy  groups.  The  CFIDS  Association  of  America  believes  these  recommendations  will 
direct  the  federal  government  and  its  considerable  resources  on  the  right  track  towards 
finding  the  cause  of  CFIDS  (CFS)  and  ultimately  eliminating  the  disease. 


STATEMENT  OF  THE  CLOSE  UP  FOUNDATION 

Mr.  Chainnan,  Members  of  this  Subcommittee,  my  name  is  Stephen  A.  Janger  and  I  am 
President  of  the  Close  Up  Foundation.  I  am  very  pleased  to  be  submitting  testimony  once  again 
in  support  of  the  Allen  J.  Ellender  Fellowship  Program  which  has  been  administered  by  the 
Qose  Up  Foundation  since  the  creation  of  the  fellowships  in  1972.  On  behalf  of  the  thousands 
of  participants  who  have  benefited  from  Ellender  Fellowships,  I  want  to  sincerely  thank  the 
Members  of  this  Subcommittee  for  all  of  your  past  support. 

For  fiscal  year  1995,  we  respectfuUy  request  $4.4  million.  This  amount  is  slightly  higher  than 
last  year's  level;  however,  it  is  consistent  with  the  FY  1994  authorization  level  included  in 
H.R.  6,  the  House  Elementary  and  Secondary  Education  Act  reauthorization. 

The  Close  Up  Foundation  is  the  nation's  largest  nonprofit,  nonpartisan  citizenship  education 
organization.  Close  Up  offers  a  variety  of  programs  directed  at  encouraging  responsible 
participation  in  our  democratic  system  of  government.  To  ensure  representation  from  all  of 
America,  the  Foundation  made  a  commitment,  at  its  inception  in  1971,  to  focus  considerable 
effort  toward  underserved,  neglected  and  at-risk  populations.  The  Foundation  believes  that 
there  are  very  few  programs  for  those  other  than  "academic  achievers"  while  our  entire 
democratic  system  is  based  on  the  equal  representation  and  participation  of  all  of  its  citizens. 

The  Foundation's  success  in  reaching  these  underserved  populations  is  inextricably  linked  to  the 
Allen  J.  Ellender  Fellowships.  Since  1971,  more  than  370,000  smdents,  educators  and  older 
Americans  have  taken  part  in  Close  Up's  Washington-based  programs.  The  Ellender 
Fellowships,  combined  with  fellowships  generated  by  Close  Up,  have  provided  more  than 
84,000  participants  with  full  or  partial  fellowships.  (This  infonnation  is  exclusive  of  tlic  current 
program  year.) 

Close  Up's  "core"  program  is  the  Washington  High  School  Program.  This  program  is  an 
intensive  week-long  series  of  workshops,  seminars  and  on-site  study  visits.  Most  of  you 
probably  know  Close  Up  only  as  meetings  with  students  and  teachers  from  your  states  but  the 
Foundation's  program,  curricular  offerings  and  instruction  are  much  more  extensive.  The 
Washington  High  School  Program  has  participants  from  all  50  states,  the  District  of  Columbia, 
the  Commonwealth  of  Puerto  Rico  and  the  United  States'  Territories.  This  prograrn  also 
mainstreajns  and  includes  many  hearing-impaired,  visually-impaired  and  orthopcdically 
challenged  individuals. 

Another  Close  Up  program  supported  by  Ellender  Fellowships  is  the  Program  for  New 
Americans  which  is  designed  for  students  who  have  recently  immigrated  to  the  United  States. 
This  exciting  and  rewarding  program  has  shown  substantial  growth  during  the  past  few  years 
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and  now  involves  participants  from  26  states  and  the  District  of  Columbia.  The  Program  for 
New  Americans  includes  students  from  countries  such  as  Laos,  El  Salvador,  Ethiopia.  China, 
Haiti,  India,  Korea,  Mexico,  Nepal,  Poland  and  Vietnam.  This  program  also  includes  increa.sing 
numbers  of  migrant  New  American  young  people.  Virtually  all  of  the  new  American  students 
who  participate  in  this  program  receive  the  help  of  an  Ellender  Fellowship. 

Close  Up's  Program  for  Older  Americans  offers  a  unique  opportunity  for  individuals  fifty  years 
of  age  and  older  to  explore  and  learn  about  Washington.  Participants  experience  the  democratic 
process  firsthand  by  talking  with  elected  representatives,  journalists  and  others  involved  in 
government.  The  Program  for  Older  Americans  has  participants  from  49  states  and  the  District 
of  Columbia.  The  Ellender  Fellowships  have  made  it  possible  for  thousands  of  low-income 
older  Americans,  most  of  them  on  fixed  incomes,  to  participate  in  the  program,  to  continue  their 
civic  education  and  to  carry  their  positive  involvement  back  to  their  communities. 

Close  Up  program  participants  represent  every  aspect  of  American  life  -  rural,  inner-city, 
suburban,  affluent,  economically  disadvantaged,  academically  gifted  and  those  who  struggle  to 
stay  in  school.  Continuing  this  broad  representation  of  America  is  a  principal  goal  and  one  of 
the  great  challenges  facing  the  Foundation. 

Paralleling  this  challenge,  is  the  task  of  enabling  "at  risk"  schools  to  continue  to  participate  in 
Close  Up's  programs.  As  the  Foundation  indicated  in  its  response  requested  by  the  House 
Appropriations  Committee  last  year,  the  acceptance  of  the  conditions  placed  on  the  FY  1994 
EUender  Fellowship  funds  will  have  a  significant  impact  on  "at  risk"  schools.  Without  teacher 
fellowships,  "at  risk"  schools  (those  in  the  inner-city,  in  rural  or  remote  areas),  where  resources 
are  already  stretched  and  the  teacher  is  the  primary  "catalyst"  for  virtually  every  learning 
activity,  are  unlikely  to  be  able  to  offer  or  participate  in  the  Close  Up  program. 

We  estimate  that  more  than  900  of  our  3,000  schools  can  be  defined  as  "at  risk."  Students  in 
these  schools,  in  most  cases,  are  exactly  the  students  the  Ellender  Fellowships  are  designed  to 
reach  and  the  students  who  have  been  the  focus  of  Close  Up's  mission  since  its  inception.  Since 
1987,  a  conservatively  estimated  45%  of  Ellender  student  fellowship  recipients  have  been 
minority  students.  We  believe  that  many  of  these  students  came  from  "at  risk"  schools. 

One  of  the  many  features  that  distinguishes  Close  Up  from  other  civic  education  organizations 
is  its  teacher  program.  The  teacher  plays  an  integral  role  in  Close  Up's  structure.  The 
Foundation  does  not  do  direct  mail  marketing  to  students;  rather  we  work  with  the  approval  of 
the  school  principal,  the  school  superintendent  or  the  school  board.  With  this  approval. 
Close  Up  works  in  the  school  with  a  teacher  overseeing  student  fellowship  allocation, 
fundraising,  classroom  and  out  of  school  activities  to  prepare  the  students  academically  for  the 
Close  Up  program. 

Close  Up  teachers  are  unique  also  because  they  participate  in  a  teacher  program  which  is  run 
concurrently  but  separately  from  the  student  program.  That  program  enables  teachers  to  return 
to  the  classroom  with  new  knowledge  and  revived  enthusiasm  to  share  with  all  of  the  students 
not  just  those  who  were  able  to  participate  in  the  Close  Up  program.  The  role  the  teacher  plays 
as  a  mentor  for  the  Close  Up  program,  coupled  with  the  rejuvenation  they  experience  during  the 
teacher  program,  produces  a  corps  of  teachers  who  expand  the  impact  of  the  Ellender 
Fellowships  many  times  over. 

As  an  example.  Close  Up  teachers  make  possible  other  educational  opportunities  such  as 
Close  Up  Local  Programs.    TTiese  community-based  civic  education  activities  annually  involve 
more  than  75,000  students,  teachers  and  members  of  the  community  in  approximately  180 
Close  Up  Local  Programs.  Over  the  years,  these  and  other  Close  Up  civic  learning 
opportunities  have  been  provided  to  more  than  three  and  a  half  million  young  Americans  at  no 
cost  to  the  federal  government. 

The  expansive  multiplier  effect  produced  by  these  teachers  and  particularly  their  unique 
importance  in  "at  risk"  schools  are  primary  reasons  that  the  Foundation  feels  so  strongly  that 
there  should  be  some  provision  for  teachers  in  the  Ellender  Fellowship  Program. 

Responding  to  the  concerns  raised  in  last  year's  report  language,  the  Foundation  has  worked 
closely  with  Congressional  sponsors  of  an  Ellender  Fellowship  reauthorization.  H.R.  6,  the 
House  Elementary  and  Secondary  Education  Act  reauthorization  bill,  contains  a  reauthorization 
for  the  Ellender  Fellowship  Program.  The  reauthorization  continues  and  expands  the  conditions 
enabling  teachers  to  receive  fellowships.  It  also  provides  that  not  more  than  30%  of  the 
fellowship  funds  available  may  be  used  for  teacher  fellowships.  Although  we  continue  to 
believe  that  the  teacher  program  merits  full  fellowship  funding,  we  are  cognizant  of  the  very 
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tight  federal  budgetary  constraints  and  we  understand  the  views  expressed  with  regard  to 
concentrating  the  fellowships  on  students. 

During  the  reauthorization  effort,  we  learned  that  there  were  inaccurate  statements  included  in 
the  FY  1995  budget  regarding  Close  Up  and  the  Ellender  Fellowships.  Altliough  we  have  not 
seen  the  budget  justification,  it  is  very  evident  that  our  reauthorization  effons  have  been  unfairly 
clouded  by  the  distribution  of  seriously  inaccurate  information  by  the  Departincnt  of  Education. 
We  remain  at  a  loss  to  explain  where  the  Department's  numbers  originated,  but  we  believe  we 
have  the  right  and  the  responsibility  to  set  the  record  straight. 

In  an  effort  to  ensure  the  record  is  correct,  we  would  like  to  include  information  to  address  those 
inaccuracies.  As  we  understand  it,  the  DED  claims  that  fellowships  have  "steadily  declined." 
The  facts  are  otherwise;  there  has  been  a  steady  increase  in  fellowships.  In  the  1988-89  school 
year  5,675  fellowships  were  awarded.  That  number  increased  as  follows:  5,961  in  1989-90; 
6,017  in  1990-91;  6,248  in  1991-92;  6.569  in  1992-93. 

We  also  understand  that  there  is  an  invalid  comparison  of  Close  Up  to  other  civic  education 
organizations.  Close  Up  is  distinct  from  other  organizations  for  many  reasons.  Some  of  the 
primary  distinctions  are:  our  focus  on  underserved  constituencies  rather  tlian  the  academically 
elite  and/or  affluent  student  populations;  our  teacher  programs;  our  size  (other  organizations 
reach  perhaps  3,000  to  4,000  participants  annually  compared  to  the  more  than  28,000  in  Close 
Up's  programs);  our  fellowship  program  for  needy  students  (if  there  is  financial  assistance 
available  to  participants  in  other  organizations,  it  is  provided  to  only  a  very  few  participants  and 
is  limited  to  academic  achievement  or  geographic  location);  our  substantial  multiplier  effect 
through  Close  Up  state  and  local  programs. 

Mr.  Chairman,  we  believe  that  Close  Up  and  the  Ellender  Fellowships  offer  programs  that  are  a 
credit  to  the  Congressional  commitment  of  funds.  With  the  federal  funds  provided,  the 
Foundation  annually  multiplies  the  reach  of  that  expenditure  to  many  more  thousands  of 
Americans.  We  are  very  proud  of  the  work  we  have  done  over  the  last  twenty-three  years  and 
all  of  us  are  committed  to  striving  to  produce  programs  that  enhance  measurably  education  for 
democracy  and  merit  the  continued  support  of  Congress. 

Finally,  I  want  to  thank  you,  the  members  of  this  Subcomminee  and  all  of  the  Members  of 
Congress  who  have  so  generously  supponed  Close  Up  and  the  Ellender  Fellowships.  I  strongly 
urge  the  Subcommittee  to  support  the  FY  1995  request  for  the  Ellender  Fellowship  Program.  1 
will  be  happy  to  provide  any  additional  information  the  Subcommittee  requests. 


STATEMENT  OF  THE  COALITION  FOR  AMERICAN  TRAUMA  CARE 

The  Coalition  for  American  Trauma  Care  is  very  pleased  to  provide  testimony  to  the 
Senate  Subcommittee  on  Labor-IIIIS-Education  Appropriations  in  support  of  the 
trauma  care  systems  planning  and  development  program,  Title  XII  of  the  U.S.  Public 
Health  Service  Act.   'ITie  Coalition  membership  includes  many  of  the  nation's  leading 
trauma  surgeons,  leading  trauma  center  institutions,  and  national  health  and  professional 
organizations  with  an  interest  in  trauma  care  services  and  injury  prevention.   The 
Coalition  was  established  in  1992  so  that  those  individuals,  institutions,  and  organizations 
committed  to  the  care  of  the  seriously  injured  have  a  constant  and  vigorous  voice  as  the 
nation  moves  toward  reform  of  our  health  care  system. 

The  CoaHtlon  for  American  Trauma  Care's  FY  '9S  recommendation  for 
Title  XII  of  the  U.S.  Public  Health  Service  fP.L.  101-590) 

Although  originally  authorized  at  $60  milli-jn,  the  trauma  sy.stcms  program,  administered 
by  the  Division  of  Trauma  and  Emergency  Medical  Sy.stcms  at  URSA,  has  received  less 
than  $5  million  per  year  since  enactment  in  1990.   The  program  was  recently  re- 
authorized for  another  three  years  under  Title  VI  of  P.L  103-183  and  Congress  has 
authorized  "such  sums  as  may  be  necessary  for  FY  '95" 

The  Coalition  for  American  Trauma  Care  is  pleased  that  the  President  requested  in  his 
IS'95  budget  at  least  level  funding  for  this  vital  program,  but  we  feel  $'1.8'1  million  will  not 
do  enough  to  furtlier  trauma  system  development.    The  Coalition  recommends  that  for 
FY  '95  the  trauma  systems  program,  Title  XII,  U.S.  Public  Health  Service,  receive  $17 
million,  the  minimum  amount  that  would  permit  the  program  to  operate  as  Congress 
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intended,  that  is,  as  a  formula  grant  program  to  states  to  plan  and  implement 
organized,  regional  systems  of  trauma  care. 

Organized,  regional  systems  of  trauma  care  save  lives,  prevent  disability, 
and  could  save  billions  in  direct  and  indirect  health  care  costs  if  instituted 
nationwide. 

Injury  is  the  leading  cause  of  death  and  disability  for  Americans  from  birth  through  age 
-Id  causing  150,000  deaths  and  over  300,000  permanent  disabilities  each  year.   Because  it 
most  often  strikes  the  young,  injury  is  the  leading  cause  of  years  of  lost  work 
productivity.    For  the  same  reason,  it  is  also  the  nation's  most  costly  disease,  estimated  in 
1988  to  result  in  $180  billion  in  lifetime  costs,  more  than  either  heart  disease  or  cancer. 
When  it  does  strike  the  elderly,  those  over  age  65  are  more  likely  to  die,  have  more 
complications  and  longer  hospital  stays  than  those  under  age  65  regardless  of  the  severity 
of  the  injury.  Those  living  in  rural  areas  are  twice  as  likely  to  die  from  an  unintentional 
injury  than  those  living  in  urban  areas.  Those  living  in  urban  areas,  are  increasingly  more 
at  risk  for  intentional  injury,  especially  from  handguns.   Homicide  is  the  leading  cause  of 
death  for  young  black  males  age  15-34. 

Organized,  regional  systems  of  trauma  care,  by  providing  quick  access  --  within  the 
"golden  hour"  —  to  definitive  care,  are  designed  to  prevent  early  death  from  injury. 
Trauma  systems  consist  of  six  components:    V) prevention— shorX.  and  long-term 
strategies  to  identify  root  causes  of  behavioral  and  societal  factors  that  result  in 
unintentional  and  intentional  injury  must  be  identified  and  implemented;  2)  access -91 1 
availability  and  public  awareness  to  act  quickly  to  access  emergency  services;  i) pre- 
hospital care— ambulances,  fixed-wing  and  rotor-wing  aircraft  accompanied  by  trained 
personnel  who  can  provide  initial  resuscitation;  4)  triage,  transport,  and  transfer 
rfec/s/on-mafe/ng-pre-hospital  and  hospital  based  emergency  care  personnel  match 
patient  needs  with  the  appropriate  level  of  facility  care;  5)  acute  hospital  care  — 
specialized  trauma  care  facilities  with  experienced  surgeons,  other  health  care  personnel 
and  priority  access  to  sophisticated  technology  and  services  all  available  24  hours  per 
day;  6}  rehabilitation -zccess  to  rehabilitation  services  which  are  essential  to  restore 
injured  individuals  to  productive  lives.   Access  to  rehabilitation  services  are  especially 
important  for  head  injured  individuals  who  constitute  the  largest  single  group  of  trauma 
patients.   A  1989  Interagency  Mead  Injury  Task  Force  made  a  number  of  important 
recommendations  regarding  prevention,  treatment,  and  rehabilitation  of  head  injury,  but 
was  never  formally  issued  by  the  U.S.  Department  of  Health  and  Human  Services.  The 
Coalition  is  supporting  enactment  of  the  Traumatic  Brain  Injury  Act  of  1993  (S.  725). 

Numerous  studies  have  demonstrated  that  organized,  regional  systems  of  trauma  care 
result  in  dramatic  improvements  in  patient  outcomes.    Even  in  the  first  year  of 
implementation  preventable  death  rates  drop  50-60  percent  while  80-85  percent  of  even 
the  most  severely  injured  children  and  adults  fully  recover.   Most  of  the  remaining  15-20 
percent  attain  partial  recovery  and  live  independently.   These  outcomes  are  achieved 
while  also  significantly  reducing  duplication  of  costly  medical  services,  since 
severely  injured  individuals  are  transported  and  transferred  only  to  hospitals  designated 
by  the  state  that  meet  strict  standards  of  trauma  care  based  on  sound  clinical  practice. 
One  recent  study  of  worker's  compensation  claims  for  nonfatal  disabling  injuries  found 
that  states  with  organized  regional  systems  of  trauma  care  had,  overall,  10-12  percent 
lower  costs  per  hospitalized  episode,  and  a  10  percent  decreased  probability  of 
hospitalization.  These  results  indicate  extending  trauma  systems  nationwide  could  lower 
annual  direct  health  care  costs  by  as  much  $4  billion  and  by  as  much  as  $135  billion  if 
preventable  death  and  productivity  loss  were  accounted  for. 

In  fact,  accumulating  evidence  identifies  organized  regional  systems  of  trauma  care  as  one 
of  the  few  areas  of  clinical  intervention  recognized  as  having  outcome  data  establishing 
cost-effectiveness  for  patients  both  short  and  long  term. 

Despite  their  proven  cost-effectiveness  organized,  regional  systems  of 
trauma  care  have  failed  to  develop  in  many  areas  of  the  nation. 

A  1986  GAO  report  entitled.  Health  Care:    States  Assume  Leadership  Role  in  Providing 
Emergency  Medical  Services,  found  that,  "Although  taking  severely  injured  patients  to 
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specialized  trauma  centers  increase  survival  chances,  10  of  the  18  areas  GAO  visited  do 
not  have  fully  developed  trauma  systems  to  assure  that  critically  injured  patients  are  taken 
to  these  centers.   The  designation  of  a  hospital  as  a  trauma  center  may  threaten  other 
hospitals  in  the  area  with  potential  loss  of  patients  and  prestige.   Due  partly  to  these 
concerns  within  the  medical  community,  states  have  done  little  to  encourage  the 
designation  of  trauma  centers."* 

Federal  leadership  has  been  needed  to  help  states  assume  a  stronger  role  in  trauma 
system  development.   The  1990  enactment  of  the  Trauma  Systems  Act  and  its  re- 
authorization in  1993  has  directly  helped  35  states  move  toward  fully  developed 
organized,  regional  systems  of  trauma  care.   One  example  of  those  states  is  New  York 
which  has  received  nearly  $400,000  over  the  past  two  years  to  accomplish  three  goals:   1) 
establish  criteria  and  designate  Level  III  trauma  centers  in  currently  unserved  rural  areas 
of  the  state;  2)  tighten  standards  for  previously  designated  trauma  centers  by  conducting 
on-site  compliance  assessment;  3)  conduct  quality  assurance  studies  using  patient 
outcome  data. 

Funding  of  the  Trauma  Systems  Act  has  been  extremely  modest,  but  even  modest 
amounts  provided  for  planning  efforts  can  achieve  significant  results  for  one  of  the 
nation's  most  costly  diseases.   Clearly,  more  states,  and  more  severely  injured  individuals, 
would  benefit  from  this  important  program  if  it  were  funded  at  higher  levels.   The 
program  is  designed  to  be  a  state  formula  program,  based  on  state  population  and  area 
size.   The  minimum  amount  needed  to  establish  the  formula  program  is  $17  million. 

Trauma  Care  and  Health  Care  Reform;    Essential  Principles  to  Ensure  Cost- 
Effective  Outcomes.^ 

Clinical  leadership  in  trauma  system  development  has  led  the  nation  in  the  commitment 
to  the  development  of  primary  and  secondary  injury  prevention  strategies,  utilization  of 
patient  outcome  data  to  improve  service  delivery  to  injured  individuals,  and 
implementation  of  practice  guidelines  to  improve  and  maintain  clinical  skills. 
These  elements  constitute  a  paradigm  for  the  overall  health  system  for  increasing  cost- 
effectiveness  without  compromising  quality  of  care.   The  commitment  to  trauma  system 
development  must  continue  as  the  nation  decides  the  ultimate  direction  of  overall  health 
system  reform. 

Organized,  regional  systems  of  trauma  care  already  save  the  nation  billions  in  preventing 
life-long  disabilities  and  the  loss  of  thousands  of  productive  young  lives  through 
premature  death.   If  implemented  universally,  an  estimated  25,000  lives  we  now  lose 
needlessly  every  year  would  be  saved,  and  thousands  of  permanent  disabilities  would  be 
avoided.     This  is  an  investment  we  cannot  afford  to  miss.    Funding  support  for  the 
trauma  systems  program  is  an  important  step  in  the  right  direction  toward  reform  of  our 
nation's  health  care  system. 


United  Slates  General  Accounting  Office:    Health  Care:    Stales  Assume  Leadership  Role  in  Providing 
Emergency  medical  Services.    Wa.shington,  D.C.    GAO/IIRD-86-132,  September  1986. 

2  The  Coalition  for  American  Trauma  Care  has  developed  a  set  of  eight  principles  for  inclusion  in  health 
system  reform  proposals.    Chief  among  them  is  the  principle  that  health  system  reform  proposals  should 
recognize  the  cost-efficiencies  inherent  in  organized  regional  systems  of  trauma  care  for  a  major  public 
health  problem,  and  should  support  universal  implementation  of  trauma  systems  as  specified  in  P.L.  101-590. 


STATEMENT  OF  THE  COALITION  OF  NORTHEASTERN  GOVERNORS 

The  Coalition  of  Northeastern  Governors  (CONEG)  is  pleased  to  provide 
testimony  to  the  Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and 
Related  Agencies  as  it  considers  FY  1995  appropriations  for  the  Low-Income  Home 
Energy  Assistance  Program  (LIHEAP).   The  CONEG  Governors  appreciate  the  support 
provided  by  the  Subcommittee,  under  the  able  leadership  of  Senator  Harkin  and  Senator 
Specter,  in  helping  to  meet  the  heating  needs  of  the  nation's  low-income,  disabled,  and 
elderly  residents  through  the  LIHEAP  program. 
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The  CONEG  Governors  would  especially  like  to  thank  the  Subcommittee  for  its 
support  in  securing  the  release  of  the  supplemental  contingency  fund.    Without  these 
monies,  many  low-income  families  would  not  have  been  able  to  adequately  heat  their 
homes  during  this  unusually  cold  winter  season. 

The  CONEG  Governors  also  appreciate  the  actions  taken  last  year  by  the 
Subcommittee  in  approving  the  program's  forward  funding  provisions  for  FY  1995,  thus 
allowing  our  states  to  more  effectively  and  efficiently  plan  the  distribution  of  program 
funds  prior  to  the  start  of  the  winter  heating  season. 

LIHEAP  is  one  of  the  few  federal  programs  that  provides  assistance  to  the 
working  poor  and  recently  unemployed  families.   Close  to  two  million  households  in  the 
Northeast  are  currently  receiving  LIHEAP  assistance.   Of  that  amount,  about  40  percent 
of  recipient  households  have  at  least  one  member  who  is  disabled  or  elderly  and  close  to 
90  percent  have  incomes  below  $12,000. 

Low-income  families  in  the  Northeast  pay  close  to  four  times  more  of  their 
income  for  energy  than  the  average  family  and  are  therefore  less  able  to  afford  the  cost 
of  potential  increases  in  energy  prices  than  are  other  families.   For  many  poor  families,  a 
reduction  in  LIHEAP  benefits  could  make  the  difference  between  eating  or  staying  warm 
during  the  cold  winter  months. 

Funding  for  the  program  has  diminished  significantly  over  the  years,  from  its  peak 
of  $2.1  billion  in  FY  1985  to  $1,475  billion  in  FY  1994.   Even  at  peak  funding  levels,  the 
program  has  never  had  sufficient  resources  to  reach  all  of  the  households  eligible  for 
federal  assistance. 

Unfortunately,  the  ability  of  the  Northeastern  states'  to  substitute  state  funds  for 
federal  appropriations  is  severely  limited.   Our  states,  which  have  been  able  to 
supplement  the  federal  LIHEAP  program  in  the  past,  are  no  longer  able  to  do  so 
because  of  the  drain  on  their  own  treasuries  due  to  federal  mandates  and  cuts  in  other 
important  programs  absorbed  by  states.   In  addition,  oil  overcharge  funds  which  have 
been  used  by  some  states  to  supplement  LIHEAP  funding,  are  running  out  and  cannot 
be  counted  on  to  continue  supplementing  program  allocations.   They  certainly  cannot 
replace  a  state's  program  allocation. 

The  impact  of  the  President's  Budget  for  LIHEAP  would  have  a  devastating  affect 
on  the  region's  low-income  households.   States  would  have  few  choices  but  to  significantly 
reduce  program  eligibility.   States  have  estimated  that  the  reduction  in  assistance  would 
eliminate  almost  600,000  households  from  the  program  assistance.   Additional 
information  about  possible  options  that  could  be  considered  by  the  CONEG  states  if  the 
President's  Budget  is  enacted,  as  well  as  background  information  on  the  region's 
programs,  is  included  at  the  end  of  this  testimony. 

We  disagree  with  several  of  the  justifications  that  the  Administration  has  proposed 
for  changing  the  program.   Among  the  justifications  cited  by  the  Administration  has  been 
a  decline  in  the  average  household  burden  for  residential  energy  for  low-income 
households.   Recent  estimates  prepared  by  HHS  show  that  while  there  has  been  a 
modest  decline  in  the  overall  price  of  energy,  the  average  share  of  the  low-income 
household  budget  for  home  energy  has  remained  very  high,  declining  from  a  peak  rate  of 
about  20  percent  in  1983  to  16  percent  in  1992.   In  contrast,  the  rate  for  all  households 
currently  averages  about  3.1  percent. 

In  the  Northeast,  the  energy  burden  on  low-income  households  is  even  higher,  the 
average  share  of  the  low-income  household  budget  for  home  energy  is  at  about  20 
percent.    It  would  not  be  surprising,  if  due  to  the  recent  harsh  weather  conditions  in  the 
Northeast,  that  the  burden  rate  for  low-income  households  during  the  current  winter 
heating  season  goes  even  higher.   Home  energy  costs  are  consistently  higher  in  the 
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Northeast-Midwest  region  tor  several  reasons:  the  cold  winter  conditions  and  the  higher 
energy  prices  which  retlect  the  lack  of  both  indigenous  energy  resources  and  federally 
subsidized  power. 

The  Administration  has  also  justified  its  proposed  LIHEAP  cuts  by  citing  the 
recent  increase  in  the  Earned  Income  Tax  Credit  (EITC).   The  increase  in  the  EITC 
benefit  was  designed  to  help  low-income  households  meet  all  their  living  expenses,  and 
not  as  an  offset  for  LIHEAP  assistance.    In  addition,  while  the  increase  EITC  benefit  has 
been  of  great  benefit  to  the  working  poor,  it  is  not  available  to  the  elderly,  the  non- 
working  disabled,  or  other  low-income  recipients. 

As  the  Senate  begins  its  consideration  of  the  FY  1995  Labor,  Health  and  Human 
Service,  Education  and  Related  Agencies  appropriations  bill,  we  urge  the  Subcommittee 
to  maintain  the  FY  1995  appropriation,  and  provide  for  an  adequate  level  of  funding  for 
FY  1996  that  will  account  for  the  continuing  uncertainty  in  energy  prices  and  the 
continuing  demands  for  program  services  as  a  result  of  the  slow  growth  in  jobs  and 
wages. 

CONEG  is  pleased  to  have  had  the  opportunity  to  share  its  views  with  the 
Subcommittee  and  stands  ready  to  provide  any  additional  information  about  the 
importance  of  LIHEAP  in  meeting  the  home  heating  needs  of  the  low-income,  disabled 
and  elderly  residents  of  the  Northeast  States. 


STATEMENT  OF  THE  COLLEGE  ON  PROBLEMS  OF  DRUG 

DEPENDENCE 

I  submit  this  statement  as  a  representative  of  the  College  on  Problems  of  Drug 
Dependence  (CPDD).  We  would  like  to  present  our  opinions  on  the  need  for  continuing  support 
for  research  on  the  prevention  and  treatment  of  drug  abuse.  CPDD,  organized  in  1929,  is  the  first 
scholarly  society  in  the  United  States  aimed  at  addressing  the  problem  of  substance  abuse.  We 
are  grateful  for  the  past  work  of  your  Committee  in  providing  funding  for  substance  abuse 
research  and  we  would  like  to  call  attention  to  the  fact  that  substantial  progress  has  been  made. 
This  progress  means  that  our  current  techniques  for  prevention  and  treatment  of  dependence  on 
alcohol  and  other  drugs  are  better  than  they  have  ever  been  in  the  past;  however,  there  is  still 
much  work  to  be  done. 

As  a  result  of  research  funded  through  the  National  Institute  on  Drug  Abuse  (NIDA)  and 
the  National  Institute  on  Alcoholism  and  Alcohol  Abuse  (NIAAA),  we  have  a  much  belter 
understanding  of  the  causes  and  mechanisms  of  dependence  on  alcohol  and  other  drugs.  We  also 
have  much  more  effective  treatments;  however,  it  must  be  pointed  out  that  dependence  on 
alcohol  and  other  drugs  is  a  chronic  di.sorder  rooted  in  social,  as  well  as  biological  problems.  Wc 
have  become  very  effective  at  treating  drug  dependent  patients  from  the  middle  class.  Our 
results  with  those  who  have  been  raised  in  poverty,  who  have  dropped  out  of  school,  and  who 
have  a  low  degree  of  employability  are  not  as  successful.    When  our  treatment  induces  them  to 
have  a  remission  in  their  drug  abuse,  they  are  still  left  with  impaired  social  functioning  and  a 
high  likelihood  of  relapse  to  substance  abuse.  Thus,  we  recognize  that  our  approach  to  the 
treatment  of  substance  abu.se  must  be  coupled  with  social  programs  to  improve  education  and 
employment. 

In  addition  to  improvements  in  treatment  techniques,  substance  abuse  prevention 
programs  also  have  been  associated  with  overall  reductions  in  drug  use  in  various  national 
surveys.  Again,  it  must  be  pointed  out  that  these  improvements  have  been  noted  more  among 
those  remaining  in  school  then  among  the  poor  and  those  who  have  dropped  out  of  school  at  an 
early  age.  The  recent  high  school  surveys  indicate  that  in  the  last  two  years  there  has  been  a 
small  but  significant  upward  trend  in  drug  abuse  among  our  young  people,  even  among  those 
slill  in  .school.  Among  those  out  of  school  and  living  in  poverty,  hard  core  drug  abuse  remains  a 
serious  problem.  There  are  as  many  as  2,000,000  cocaine  addicts  in  the  United  Slates,  up  to 
1,000,000  heroin  addicts,  and  over  10,000,000  citizens  suffering  from  alcohol  abuse  and 
alcoholism. 

We  were  very  pleased  to  see  that  the  President's  budget  calls  for  increased  funding  for 
treatment,  but  we  would  like  to  point  out  that  without  adequate  support  for  research,  our 
treatment  programs  are  limited.  For  example,  while  we  have  discovered  several  important 
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medications  for  the  treatment  of  opiate  dependence,  there  is  as  yet  no  medication  shown  to  be 
effective  for  cocaine  dependence.  We  need  more  research  on  llic  development  of  new 
medications  and  this  means  better  support  for  NIDA's  research  budget. 

A  similar  argument  can  be  made  about  the  budget  of  NIAAA.  There  have  been  important 
recent  discoveries  about  the  basic  mechanisms  underlying  alcoholism  and  the  genetic  factors 
involved  in  the  origins  of  this  disease.  There  are  also  great  opportunities  for  developing  new 
medications  for  the  treatment  of  alcoholism. 

I  could  make  similar  arguments  for  problems  concerning  nicotine  dependence,  inhalant 
abuse,  hallucinogenic  drug  abuse,  and  other  illicit  drugs.  Research  has  opened  up  many 
opportunities  for  improving  our  treatment  ofthe.se  conditions  but  it  requires  continued 
investment.  This  is  why  it  is  so  important  that  the  President's  proposals  for  increases  in  NIDA's 
and  NIAAA's  research  budgets  be  approved.  Ft  would  be  a  terrible  mistake  to  assume  that  we 
could  deal  with  our  country's  .severe  drug  problem  by  simply  giving  more  money  for  treatment 
without  funding  the  underpinnings  of  all  of  the  treatment  programs.  It  is  research  that  has 
enabled  us  to  be  as  successful  as  we  are  today.  In  addition  lo  improving  our  treatment  strategics, 
drug  abuse  research  has  led  to  advances  in  other  fields  such  as  the  treatment  of  pain  and  may 
well  provide  further  insights  into  the  correlation  between  drug  abu.se  and  AIDS. 

The  problems  of  crime  and  drug  abu.se  are  closely  intertwined.  Our  research  has  enabled 
us  to  develop  new  treatments  that  result  in  reduced  crime.  For  example,  one  of  our  studies  using 
a  medication  that  blocks  opiate  receptors  resulted  in  half  the  expected  recidivism  rate  among 
federal  probationers  released  with  a  history  of  heroin  addiction.  This  was  a  direct  example  of  a 
research  finding  leading  to  a  treatment  that  directly  reduces  crime  in  the  community. 

Federal  funds  are  essential  for  research  on  substance  abuse.  Unlike  other  medical 
disorders,  there  is  practically  no  non-Federal  funding  for  research  in  this  area.  Thus,  if  Federal 
appropriations  for  NIDA  and  NIAAA  arc  not  stable  and  at  least  increasing  with  inflation,  the 
total  research  effort  on  substance  abuse  will  decrease. 

We  understand  the  severe  budget  constraints  placed  on  this  committee  in  this  time  in  our 
nation's  history.  As  citizens  and  as  scientists  we  are  concerned  that  our  federal  deficit  be 
brought  under  control.  We  would  like  lo  point  out,  however,  that  it  would  be  an  example  of  false 
economy  if  we  were  to  cut  back  on  our  research  efforts  in  addiction  just  as  our  prior  investments 
are  bearing  fruit.  Not  only  do  addictive  disorders  cost  our  nation  in  human  terms  such  as  the 
suffering  and  family  disruptions  produced  by  this  scourge,  but  also  there  is  tremendous  loss  of 
productivity,  costs  in  crime,  and  cost  in  medical  complications  such  as  AIDS  and  other  diseases. 

It  is  vitally  important  that  NIDA  and  NIAAA  become  more  active  in  the  training  of  new 
scientists.  We  must  attract  outstanding,  young  medical  scientists  and  basic  researchers  lo  this 
field  in  order  to  capitalize  on  the  major  developments  in  the  field  of  basic  neuroscience  that 
underlie  addictive  disorders.  Thus,  it  is  particularly  important  that  we  fund  research  training  for 
NIDA  and  NIAAA. 

In  conclusion,  the  problems  caused  by  abase  of  alcohol  and  other  drugs  touch  every  level 
of  society.  They  are  closely  linked  to  the  problem  of  crime  in  our  society.  In  spite  of  the 
advances  that  research  has  contributed  in  the  areas  of  prevention,  basic  research,  and  treatment, 
substance  abuse  continues  to  be  a  major  problem.  We  urge  you  to  support  the  President's 
proposals  for  increases  in  NIDA's  and  NIAAA's  research  budgets. 

I  thank  you  for  the  opportunity  to  present  these  thoughts  as  a  representative  of  the 
College  on  Problems  of  Drug  Dependence.  I  would  be  plea.sed  to  provide  further  information 
and  data  to  back  up  the  assertions  in  this  statement. 


STATEMENT  OF  THE  CONSORTIUM  OF  SOCIAL  SCIENCE 

ASSOCIATION 

Mr.  Chairman  and  members  of  ihe  Sut)commiUce.  Tliank  you  for  allowing  COSSA  Itic  opportunity  to  comment 
on  ilie  proposed  FY  1995  budgets  of  the  National  Institutes  of  Health.  COSSA  represents  over  90  professional 
a.ssocialions,  scienlific  societies,  and  universities  as  an  advocate  for  the  promotion  of,  and  federal  funding  for, 
research  in  the  social,  economic,  and  psychological  sciences.  "We  serve  as  a  link  t)ctween  the  policymaking  world 
of  Washington  and  Ihe  social  science  research  community.  A  list  of  our  Members,  Affiliates,  and  Contributors  is 
attached. 

I  would  like  to  begin  by  thanking  the  Subcommittee  for  its  sustained  support  of  social  and  behavioral  science 
research  at  NIH.  Your  recognition  that  our  nation's  health  problems  have  multiple  determinants-social,  behavioral, 
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and  biomci)ical--is  csscniial  for  ensuring  cfricicnl,  cffcclivc  sotulions  to  the  complex  health  challenges  wc  face  now 
and  in  Ihc  future. 

Over  the  past  decade,  COSSA  has  strongly  advocated  for  increased  behavioral  and  social  research  at  the  NIH. 
Perhaps  now  more  than  ever,  it  has  become  indisputably  clear  that  critical  health  issues  including  substance  abuse, 
AIDS,  infant  mortality,  tuberculosis,  cardiovascular  disease,  and  cancer,  among  others,  have  significant  behavioral 
factors  that  must  be  addressed  in  order  to  prevent  or  treat  them.  Diet,  e)[erci,<;c,  sexual  conduct,  and  smoking,  arc 
all  commonly  known  and  accepted  as  significant  behavioral  elements  affecting  health. 

Individual  behavior,  important  as  it  is  to  health,  must  not  be  the  only  focus  for  solving  our  complex  health 
problems,  however.  As  Congress  and  government  agencies  look  beyond  'quick  fixes"  and  superficial  solutions  to  the 
root  causes  of  diseases  and  disorders,  it  also  becomes  clear  that  "just  saying  no"  is  not  as  easy  for  some  as  it  may 
be  for  others.  Social  and  economic  factors  that  contribute  to  the  quality  of  life  among  the  111,  or  affect  their 
adherence  to  treatment  regimens,  are  equally  important  aspects  of  the  health  experience.  These  factors  include 
racial/ethnic  status,  gender,  age.  Income,  education,  community,  cultural  orientation,  and  religion.  It  is  COSSA's 
position  that  federal  disease  prevention  and  health  promotion  activities  cannot  be  effective  without  recognising  the 
role  of  these  social  and  economic  factors. 

Uriice  of  Behavioral  and  Social  Science  Research 

Given  the  historic  biomedical  perspective  at  NIH,  a  decade  of  Congressional  directives  and  research  advocacy 
efforts  to  increase  the  funding  of  social  and  behavioral  science  at  NIH,  and  a  multitude  of  health  maladies  that 
threaten  the  well-being  of  our  nation,  COSSA  was  very  pleased  when  Congress  authorized  the  Office  of  Behavioral 
and  Social  Science  Research  (OBSSR)  in  the  NIH  Revitalization  Act  of  1993.  Effective  July  1,  1993,  the  OBSSR, 
to  be  located  in  the  Office  of  the  Director,  is  charged  with  coordinating  and  developing  social  and  behavioral 
research  in  cooperation  with  the  Institutes  at  NIH.  A  report  to  Congress  describing  the  extent  to  which  NIH 
conducts  and  supports  social  and  behavioral  research  was  due  on  February  1,  1994. 

Unfortunately,  due  to  changes  in  leadership  at  NIH  and  the  bureaucratic  process  necessary  to  implement  a  new 
office,  the  OBSSR  has  not  been  established.  COSSA  and  other  research  advocates  are  concerned  about  the  seven 
month  delay,  and  respectfully  request  that  the  Committee  encourage  NIH  to  get  the  Office  underway  as  soon  as 
possible.  COSSA  recommends  allocating  $5  million  In  FY  1995  for  the  Olllce  of  Behavioral  and  Social  Science 
Research  to  produce  the  report  mandated  hy  Congress,  to  conduct  cross-Institute  seminars  and  conferences,  and 
to  supplement  social  and  behavioral  research  grants  Initiated  by  the  Institutes. 

Although  the  potential  contribution  of  our  community's  research  has  been  largely  overlooked  and  underutilized 
by  NIH,  there  are  institutes  which  recognize  the  interaction  between  biological  and  social-behavioral  phenomena. 
I  would  like  to  discuss  three  NIH  institutes  which  support  significant  programs  in  behavioral  and  social  rcscarch- 
the  National  Institute  on  Aging  (NIA),  the  National  Institute  of  Child  Health  and  Human  Behavior  (NICHD),  and 
the  National  Institute  of  Nursing  Research  (NINR).  I  will  outline  a  few  significant  and  promising  research  initiatives 
at  each  institute  that  COSSA  feels  deserves  special  recognition  and  meaningful  funding. 

NIA 

For  well  over  a  decade,  the  National  Institutes  on  Aging  has  supported  a  robust  social  science  research  agenda, 
primarily  through  its  Behavioral  and  Social  Research  (BSR)  Branch.  The  contributions  of  this  branch,  and  of  NIA 
in  general,  have  been  immeasurable.  In  illuminating  the  dynamic  interaction  of  psychosocial  and  biomedical  factors 
in  the  aging  process,  research  supported  by  the  BSR  Branch  has  furthered  the  mission  of  NIA  to  reduce  the  burdens 
of  illness  and  frailty  among  older  people  and  to  enhance  theih  quality  of  life. 

The  aging  of  America's  population  presents  many  significant  challenges  lo  our  society.  The  number  of  people 
aged  65  and  over  is  expected  to  increase  from  29  million  today  to  65  million  by  2030.  By  the  same  year,  the  number 
of  persons  aged  85  and  over  will  have  grown  from  2.7  million  to  8.6  million.  We  must  not  overlcwk  the  critical 
contribution  of  the  NIA  to  maximizing  people's  health  and  functioning  in  their  middle  and  later  years.  To  this  end, 
COSSA  endorses  the  professional  Judgment  budget  for  NIA-the  country's  chief  aging  research  institute-of  1574 
million. 

I  would  like  to  note  two  essential  areas  of  research  supported  by  NIA's  BSR  that  will  not  go  forward  without 
additional  funding.  The  first  is  related  to  Alzheimer's  Disea.sc,  a  disorder  this  Committee  has  identified  in  recent 
years  as  a  top  priority  for  funding.  Alzheimer's  Disease  (AD)  afflicts  not  only  the  individuals  who  have  the  disorder, 
but  also  the  people  who  regularly  care  for  them.  Caregivers  of  persons  with  AD  often  face  significant  emotional 
stress  and  extreme  physical  and  financial  burdens,  lliese  burdens  are  compounded  when  caregivers  must  deal  with 
caring  for  a  relative  who  may  be  apathetic  or  even  hostile.  Caregivers  often  become  "hidden  patients,"  in  need  of 
outside  support  and  assistance  to  maintain  their  own  health  and  functioning. 

While  the  burdens  of  caring  for  AD  patients  are  now  well  documented,  very  little  is  known  about  how  to  reduce 
the  burden,  and  studies  are  needed  to  test  whether  social  and  behavioral  interventions  can  make  a  difference  in  the 
health  and  functioning  of  family  caregivers.  (>iven  the  high  priority  on  Alzheimer's  Diseiise,  COSSA  recommends 
that  $J  million  be  provided  In  FY  1995  for  research  on  how  lo  reduce  the  burdens  of  carrgiving. 
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A  second  area  of  NIA  research  would  focus  on  improving  ihc  cognitive  functioning  of  older  adulls.  Qjgnitivc 
functioning  refers  to  an  individual's  ability  to  think,  remember,  perceive,  and  be  attentive.  Laboratory  studies  have 
revealed  that  behavioral  interventions  arc  successful  in  improving  these  skills,  and  there  is  growing  evidence  that 
some  of  these  Inlerventlons  will  be  successful  in  'real'  life  conditions.  The  NIA  is  prepared  to  begin  field  tests  that 
will  help  determine  which  of  these  interventions  will  be  most  useful  in  improving  Individual  functioning.  Clearly, 
this  research  has  tremendous  potential  to  ensure  an  improved  quality  of  life  for  older  Americans  by  helping  them 
to  lead  productive  and  independent  lives  while  reducing  Ihc  costs  for  long-term  health  care.  COSSA  recommends 
$3  million  in  FY  1995  lo  fund  field  trials  of  inlerventlons  thai  would  improve  the  cognitive  funclioning  of  older 
Americans. 

Finally,  COSSA  would  like  lo  emphasize  the  imparlance  of  allowing  the  NIA  lo  expand  its  research  on  the 
health  and  effective  funclioning  of  older  rural  populations.  As  directed  by  Congress,  the  NIA  established  four  small 
research  centers  lo  improve  the  knowledge  base  ncccs.sary  for  the  promotion  of  health  and  the  prevention  of  disease 
among  rural  older  people,  and  for  developing  and  implementing  effective,  acceptable,  and  accessible  health  care  and 
other  services.  Because  the  elderly  living  in  rural  areas  are  more  likely  than  their  urban  counterparts  lo  be  in  fair 
or  poor  health,  to  suffer  from  chronic  or  .serious  illn&ss,  and  lo  be  without  a  regular  source  of  health  care  and  health 
insurance,  this  research  effort  must  not  be  neglected.  COSSA  recommends  that  $1  million  l>e  appropriated  to  expand 
two    of  the  existing  NIA  rural  health  research  centers  to  fuii  utilization. 

NICIil) 

NICUD,  one  of  the  most  highly  respected  of  the  NIH  inslilulcs,  has  long  recognized  the  complex  interplay 
amongst  the  .social,  behavioral,  and  biological  sciences,  and  has  ulili7.cd  that  knowledge  in  funding  outstanding 
rasearch  initiatives.  Congress  has  repeatedly  called  upon  the  NICHD  throughout  the  past  thirty  years,  seeking  the 
best  scicnMTic  knowledge  necessary  lo  safeguard  the  health  of  our  children.  Historically,  however,  NICHD  has  had 
one  of  the  lowest  funding  rales,  whether  measured  by  award  rate  or  success  rale.  It  is  lime  that  Congress  fully 
address  the  needs  of  the  NICHD  so  that  it  can  fuinil  its  important  mandate  lo  advance  research  on  child  health  and 
human  development.  A.s  a  meml>er  of  the  Friends  of  NICIll)  Coalillon,  COSSA  supports  the  FY  1995  professional 
Judgement  budget  for  NICUD  of  $775.3  million. 

Perhaps  never  before  has  the  issue  of  child  care  reached  the  magnitude  of  public  debate  that  it  now  has.  The 
current  economy,  which  compels  more  women  to  work  outside  of  the  home  whether  they  choose  lo  do  so  or  not, 
an  increasingly  violent  society,  and  the  lack  of  good  alternatives  for  the  care  of  children,  necessitate  that  society 
address  ihis  critical  i.ssue.  NICHD  is  studying  over  1,000  childl-en  in  ten  sites  around  the  country  from  birth  to  age 
three,  lo  understand  the  impact  of  early  infant  day  care  on  child  development.  Additional  funding  would  allow  this 
important  initiative  to  continue,  ideally  to  age  seven,  in  order  to  gain  valuable  information  about  children's 
adjustment  to  school.  COSSA  recommends  an  Increase  of  $2  million  Tor  child  day  care  research  which  will  clenri)' 
benent  our  entire  population. 

A  second  NICHD  research  proposal  that  COSSA  is  pleased  to  highlight  is  a  study  cnlillcd  "Hispanic  Child 
Health:  Social,  Behavioral,  and  Cultural  Factors."  Responding  lo  the  needs  of  all  of  our  citi/.cnry,  NICHD  is 
focusing  research  on  how  membership  in  different  racial  and  ethnic  groups  affects  social  relations,  demographic 
patterns,  and  health  outcomes.  This  study  will  include  people  of  Mexican,  Puerto  Rican,  Cuban,  Central  American, 
South  American,  and  indigenous  Hispanic  heritage.  Demographic  and  behavioral  research  is  needed  to  address  some 
interesting  issues  among  the  Hispanic  population  and  better  address  the  needs  of  lis  children.  For  example,  the 
research  may  help  to  explain  the  unexpectedly  low  rales  of  low  birth  weight  and  infant  mortality  among  the  Mexican- 
American  population,  while  those  to  Puerto  Ricans  remain  high.  Also,  the  study  will  provide  insight  as  to  why 
substance  abuse  among  Mexican-descent  women  has  remained  relatively  low  despite  high  rates  of  poverty  and  less 
sch(X)ling.    COSSA  strongly  recommends  an  additional  $500,000  for  the  Hispanic  Child  Health  Study. 

I  would  also  like  to  mention  COSSA's  ardent  support  for  an  NICHD  study  mandated  by  Congress  in  the  NIH 
Rcvitaliziition  Act  of  1993  that  would  provide  information  on  the  general  health  and  well-being  of  U.S.  adolescents. 
No  one  will  dispute  that  our  adolescents  are  at  risk.  Ealing  disorders,  runaway  behavior,  substance  abuse,  violence, 
sexual  conduct  have  all  become  issues  of  life  and  death  for  adolescents.  Parents  and  teachers  desperately  need 
quality  research  that  will  render  the  besi  guidance  in  leaching  teenagers  lo  develop  healthy  lifestyles.  As  you  know, 
NICHD's  research  is  exemplary,  and  given  ihe  means,  ii  will  find  ihe  answers  that  are  so  urgently  needed.  COSSA 
anllclpoles  thai  the  ImplemenUllon  of  a  iongitiidinal  study  of  adolescent  health  as  required  hy  the  NIII 
Revitnllzallon  Act  would  cost  approximately  $7  million  in  FY  1995,  and  therefore,  recommends  an  Increase  of  that 
amount. 

NINR 

This  past  year  the  National  Center  for  Nursing  Research  became  the  National  Institute  for  Nursing  Research, 
a  much  deserved  promotion  in  status.  COSSA  is  very  pleased  lo  serve  as  an  advocate  for  the  NINR.  Although  one 
of  Ihc  youngest  and  smallest  of  Ihe  NIH  institutes,  it  directs  a  major  portion,  approximately  45  percent,  of  its  funding 
to  research  and  research  training  in  areas  of  health  promotion  and  behavior  related  lo  disease.  Like  NIA  and 
NICHD,  the  NINR  recognizes  Ihe  imporlance  of  Ihe  relationship  of  social-behavioral  and  biological  phenomena. 
In  fact,  the  NINR  has  recently  launched  a  ten  year  biological  research  and  research  training  initiative  lo  ensure  that 
fulure  nursing  science  increases  ihe  link  between  behavioral  and  biological  research  in  addressing  clinical  and  other 
research  problems.    CO.SSA  supports  the  professional  Judgment  budget  for  NINR  of  $74.8  million. 
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Unforlunalcly,  many  promising  NINR  research  inilialivcs  went  unrunilcd  this  year.  One  research  priority  of  the 
NINR  is  pain  management.  NINR.  Tor  example,  would  like  to  discover  how  to  case  the  suTrcring  of  the  over  one 
million  cancer  paticnis,  9()  percent  of  whom  experience  moderate  to  severe  pain.  Although  medication  exists  to 
effectively  treat  most  of  these  people,  many  patients  and  health  care  providers  have  misconceptions  that  seriously 
impede  the  use  of  these  therapies.  One  study  that  was  not  implemented  bccau.sc  of  a  lack  of  funding  would  develop 
interventions  to  overcome  patient-related  barriers  to  pain  management  such  as  stoic  attitudes  that  prohibit 
communication  about  pain  or  the  fear  of  side  effects  of  medication.  CUSSA  recommends  thai  $648,626  be  allocated 
for  a  study  of  pain  management  In  metastalic  cancer  patfenls. 

Again,  thank  you  for  the  opportunity  to  present  COSSA's  views  on  funding  priorities  for  the  NIH. 


STATEMENT  OF  THE  CORIELL  INSTITUTE  FOR  MEDICAL 

RESEARCH 

Mr.  Chairman,  I  am  President  of  the  Coriell  Institute  for  Medical  Research,  an  internationally 
recognized  non-profit,  basic  biomedical  research  institute.   Thanic  you  for  providing  the  opportunity  to 
submit  testimony  concerning  an  important  initiative  the  Coriell  Institute  is  undertaking  to  ensure  the 
steady  progress  of  medical  research  in  the  United  States. 

The  Coriell  Institute  was  founded  in  1953  by  Lewis  L.  Coriell,  M.D.,  Ph.D.   Together  with  Dr. 
Coriell,  Institute  scientists  developed  pioneering  techniques  for  growing  human  cells  in  culture  and 
fostered  their  use  in  scientific  research.   The  Institute  was  a  major  player  in  the  development  of  the  Salk 
vaccine  which  was  instrumental  in  eliminating  the  polio  virus.   Today,  the  Institute  is  dedicated  to 
investigating  cancer,  cardiovascular  disease,  infectious  diseases,  AIDS,  genetic  disorders,  and 
environmental  hazards.   The  Coriell  Institute's  Dorrance  Center  is  home  to  the  largest  human  cell 
repositories  in  the  world.    Scientists  in  the  United  States  and  abroad  are  able  to  carry  out  research  on  a 
wide  range  of  diseases  largely  because  of  the  existence  of  the  Coriell  Institute's  cell  collection. 

My  testimony  concerns  the  need  to  establish  a  National  Human  Cell  Repository  Center  which 
would  catalogue,  store,  and  distribute  the  cell  cultures  and  DNA  required  by  scientists  throughout  the 
United  States  to  keep  up  with  the  rapid  pace  of  research  in  genetically-based  diseases.   I  will  also 
address  why  the  Coriell  Institute  for  Medical  Research  should  be  the  site  for  such  a  center. 

News  articles  now  appear  almost  daily  announcing  breakthroughs  in  research  on  diseases.    For 
example,  in  early  December  1993,  reports  appeared  stating  that  the  defective  gene  which  causes  colon 
cancer  had  been  identified.   The  significance  of  that  discovery  is  that  scientists  will  soon  develop  a 
blood  test  which  will  indicate  if  a  person  is  carrying  the  defective  gene  that  causes  colon  cancer.    For 
those  people  who  have  a  family  history  of  the  disease,  the  availability  of  such  a  test  provides  an 
important  tool  in  efforts  to  prevent  colon  cancer  and  to  obtain  early  treatment  if  the  cancer  develops. 
Simply  put,  that  knowledge  will  help  save  lives.    It  will  also  save  money  since  early  diagnosis  and 
treatment  usually  obviates  the  need  for  the  more  costly  care  that  is  required  during  the  advanced  stages 
of  a  disease. 

We  are  in  the  midst  of  one  of  the  most  exciting  and  rapidly  moving  eras  in  modern  science, 
certainly  in  biomedical  science,  and  the  potential  for  further  advances  is  extraordinary.   As  just 
described,  new  diagnostic  techniques  based  on  our  ability  to  recognize  the  genes  of  invading 
microorganisms  or  to  detect  defective  genes,  such  as  might  occur  in  cancer,  are  the  focus  of  much 
research  and  commercial  interest.   New  molecular  antibiotics,  which  can  find  and  destroy  the  genes  of 
an  infecting  organism,  are  being  designed  and  tested.   The  most  effective  therapeutic  techniques 
possible,  helping  cancer  patients  to  fight  the  disease  genetically,  are  also  being  developed.    Even  chronic 
genetic  diseases  heretofore  treated  only  by  symptomatic  palliatives  are  now  the  subjects  of  clinical  trials 
of  genetic  therapies  to  "fix"  the  defective  genes.   Soon  genetic  treatments  may  make  it  possible  to 
eliminate  entirely  such  devastating  diseases  as  cystic  fibrosis  or  even  diabetes. 

In  short,  the  heart  of  this  biomedical  revolution  and  the  key  to  unlocking  the  mysteries  of 
disease  is  advanced  research  using  the  human  cell.    Research  which  utilizes  that  smallest  of  organisms, 
the  single  cell,  holds  the  answer  to  all  of  the  perplexing  conditions  that  afflict  one's  health.    Name  the 
disease  -   cancer,  cystic  fibrosis,  AIDS,  Alzheimer's,  Down's  Syndrome,  diabetes,  schizophrenia, 
Huntington's  Disease  -  and  the  key  to  its  etiology  can  be  found  in  the  cell.    For  that  reason  medical 
research  scientists  rely  heavily  on  the  use  of  cell  cultures  and  cell  products,  such  as  DNA,  in  their 
efforts  to  find  the  cause  of  diseases  and  develop  treatments  and  cures. 
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A  national  center  that  provides  cells  and  genetic  material  to  researchers  around  the  country  and 
abroad  would  enhance  the  quality  of  medical  research.   The  federal  government,  in  keeping  with  its 
longstanding  support  of  medical  research,  should  help  establish  such  a  center.   Coriell  Institute  is 
currently  the  largest  human  cell  repository  in  the  world,  but  cannot  keep  up  with  the  demands  of  the 
NIH  and  medical  community  without  the  ability  increase  storage  and  laboratory  space.     For  example, 
since  the  1970's  the  Coriell  Institute  has  served  the  international  scientific  community  by  maintaining 
cell  repositories  for  the  National  Institute  of  General  Medical  Sciences  (NIGMS)  and  the  National 
Institute  on  Aging  (NIA).    In  1990  the  National  Institute  of  Mental  Health  (NIMH)  awarded  the  Coriell 
Institute  a  five-year  contract  to  establish  a  new  cell  repository  for  Alzheimer's  disease,  manic 
depression,  and  schizophrenia.  The  addition  of  the  NIMH  cell  repository  will  double  the  Coriell 
Institute's  current  10,000  cell  line  and  DNA  shipments  within  three  years. 

The  volume  of  cells  needed  for  research  will  grow  as  the  scientific  community  continues  to 
extend  molecular  genetic  technology  into  new  areas  of  investigation,  such  as  mental  illness.   Of  the 
4,000  diseases  that  exist,  only  1,000  are  currently  catalogued.    In  order  to  catalogue  the  remaining 
3,000  diseases,  space  must  be  available  for  those  disease  cells.   That  is  an  ambitious  effort  and  one  that 
must  proceed  because  although  a  large  portion  of  the  4,000  known  diseases  are  not  "major"  diseases, 
studies  involving  the  more  'minor"  diseases  are  equally  important  to  providing  links  in  genetic  research. 
To  meet  this  critical  need,  a  dedicated,  human  cell  repository  center  is  essential. 

Congress  has  recognized  the  need  for  an  expansion  of  cell  repository  resources  in  the  National 
Institutes  of  Health  Reauthorization  bill,  which  became  law  in  1993.     As  you  know,  this  bill  established 
an  extramural  grants  program  for  construction  of  biomedical  and  behavioral  research  facilities.   In  the 
report  language  accompanying  the  bill.  Congress  states  that  "...the  growing  deficit  in  satisfactory 
research  space  significantly  threatens  progress  in  biomedical  research."   The  report  goes  on  to  say, 
"...the  current  deficit  is  serious  and  needs  urgent  attention  lest  it  reach  crisis  proportions.   The 
committee  believes  that  it  is  reasonable  and  appropriate  the  Federal  Government  share  in  the  co.st  of 
health  research  facility  construction  and  maintenance."    I  strongly  believe  that  the  establishment  of  a 
National  Human  Cell  Repository  Center  would  be  one  significant  element  in  addressing  the  concerns 
expressed  in  the  NIH  reauthorization  report. 

In  addition  to  adequate  space,  the  operation  of  a  national  repository  for  human  cell  cultures 
requires  dedicated  and  skilled  individuals  with  many  different  abilities,  as  well  as  the  proper  facilities 
and  equipment.   The  human  resources  expertise  is  the  most  important  factor  for  successfully  meeting 
this  need,  but  it  cannot  flourish  without  the  appropriate  facilities  and  equipment.    Human  capabilities 
include  individuals  with  expertise  in  cell  culturing,  biochemical  genetics,  molecular  biology,  cell 
biology,  and  data  processing.  These  individuals  are  responsible  for  establishing,  expanding,  storing, 
and  distributing  cell  cultures  as  well  as  characterizing  the  cultures  to  assure  freedom  from 
contamination,  the  identification  of  conditions  for  maximal  growth  and  storage,  the  characterization  of 
chromosomal  abnormalities,  the  identification  of  species  or  origin,  and  the  performance  of  other  quality 
control  tests.   DNA  preparation  from  selected  cell  cultures  and  the  characterization  of  the  DNA  to 
assure  purity  and  usefulness  for  a  particular  purpose  are  also  their  responsibility.  These  individuals 
must  also  document  all  activities,  catalogue  the  collection  and  promote  its  availability  in  the  scientific 
community.   Such  capabilities  currently  exist  only  at  the  Coriell  Institute  in  Camden,  New  Jersey. 

The  list  of  equipment  needed  for  the  successful  operation  of  a  repository  is  lengthy  but  the  list 
can  be  summarized  into  three  categories.    Equipment  is  needed  for  1)  cell  culture  growth, 
characterization,  storage,  and  distribution;  2)  DNA  preparation,  characterization,  storage,  and 
distribution;  and  3)  documenting  all  of  the  preceding  activities.    New  equipment  and  equipment 
maintenance  become  more  expensive  each  year.    As  new  technology  is  developed,  the  need  for 
expensive  state  of  the  art  equipment  is  also  increasing. 

The  facilities  required  for  the  successful  operation  of  a  repository  must  be  designed  properly  for 
the  specialized  work  being  performed,  and  they  have  to  be  sufficiently  spacious  to  accommodate  the 
current  work  and  future  expansion.   Establishing  from  scratch  a  center  with  the  aforementioned 
requirements  would  take  an  inordinate  amount  of  time  not  to  mention  money.    It  is  possible,  however, 
to  build  a  National  Human  Cell  Repository  Center  in  a  timely  manner  that  can  meet  present  and  future 
medical  research  needs  if  we  look  to  a  resource  that  already  exists  and  that  is  positioned  to  take  on  the 
research  challenges  of  the  next  millennium.   Such  a  resource  is  the  Coriell  Institute  for  Medical 
Research. 

The  federal  government  has  a  long  history  of  providing  funding  for  health  research,  and  the 
recent  NIH  Reauthorization  bill  provides  a  very  strong  indication  that  this  commitment  will  continue. 
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The  Administration  has  weighed  in  as  well,  including  in  the  Health  Security  Act  a  call  for  increased 
federal  funding  of  medical  research.    By  making  the  investment  in  a  national  cell  repository,  the  federal 
government  can  ensure  the  availability  of  cells  for  disease  research  by  scientists  throughout  the  country 
and  the  world.    The  total  cost  of  the  facility  is  just  over  $12  million.    We  are  requesting  a  federal 
partnership  share  of  $10  million.   Coriell  Institute  will  contribute  over  $2  million,  which  is  nearly  one 
half  of  our  current  total  operating  budget.   Our  request  for  Federal  funding  addresses  a  truly  national 
need  and  represents  an  excellent  investment  for  the  federal  government,  as  the  benefit  to  the  country  in 
the  form  of  increased  research  efforts  and  medical  breakthroughs,  will  be  tremendous.   Considering  the 
cost  to  the  country  of  disease  and  the  potential  for  missed  research  opportunities,  we  cannot  afford  not 
to  establish  a  national  cell  repository. 

Coriell  Institute  was  founded  with  the  specific  objective  of  providing  staff,  facilities,  and 
equipment  for  the  optimal  use  of  cell  culture  techniques  for  the  study  of  unsolved  human  diseases, 
including  cancer  and  developmental,  genetic,  and  degenerative  diseases.   The  Institute  has  a  long 
standing  commitment  to  excellence  in  cell  culture  facilities,  equipment  and  performance. 

Mr.  Chairman,  the  research  needs  of  this  country  demand  a  National  Human  Cell  Repository 
Center  that  can  provide  cells  and  genetic  material  of  the  quality  and  quantity  necessary  for  productive 
research.   The  groundbreaking  work  and  standard  of  excellence  for  which  Coriell  Institute  is  known 
position  it  as  the  logical  choice  to  fulfill  this  national  need. 

Thank  you  for  your  consideration  of  this  request. 


STATEMENT  OF  THE  COUNCIL  OF  COMMUNITY  BLOOD  CENTERS 

The  Council  of  Community  Blood  Centers,  or  CCBC,  is  a  national  association  of  independent 
community  blood  centers.  CCBC  is  dedicated  to  maintaining  the  safety  and  efficacy  of  the 
nation's  blood  supply.  Our  62  regional  blood  programs  collect  approximately  35  percent  of 
the  nation's  volunteer  donor  blood  supply.  Many  of  our  blood  centers  also  are  actively 
engaged  in  both  basic  and  applied  research  in  transfusion  medicine.  For  example,  many  CCBC 
blood  centers  are  on  the  leading  edge  of  stem  cell  and  related  research  therapies  that  promise 
to  improve  the  success  of  bone  marrow  transplants  and  cancer  therapy. 

The  demand  for  blood's  lifesaving  properties  is  increasing  and  will  continue  to  grow.  Bone 
marrow  and  other  solid-organ  transplants  would  be  impossible  without  the  availability  of  blood 
therapy  support.  Many  advances  in  cancer  therapy  in  the  last  twenty  years  clearly  would  not 
have  occurred  without  the  availability  of  blood  components. 

Safe,  effective  and  reliable  blood  transfusions  are  critical  to  continued  advances  in  medical 
care  and,  as  we  know,  are  demanded  by  our  citizens.  CCBC  appreciates  the  Subcommittee's 
previous  active  support  of  transfusion  medicine  initiatives  through  funding  of  the  National 
Heart,  Lung  and  Blood  Institute  (NHLBI)  of  the  National  Institutes  of  Health  (NIH)  and  its 
projects  in  the  Congressional  appropriations  process.  To  improve  the  therapeutic  and 
lifesaving  effects  of  transfusion  medicine,  however,  we  advocate  increased  support  for  NHLBI 
research  initiatives  in  the  areas  of  transfusion  safety,  improved  blood  storage,  and  stem  cell 
technology. 

TRANSFUSION  SAFETY 

The  blood  supply  today  has  never  been  safer.  This  is  largely  due  to  rigorous  screening  of 
donors  during  the  interview  process  for  risk  factors  associated  with  transmissible  diseases, 
and  thorough  testing  for  seven  infectious  disease  markers.  These  robust  procedures  also  help 
to  screen  out  potential  new  transmissible  bloodborne  diseases.  However,  because  no  one  can 
aver  that  the  blood  supply  is  perfectly  safe,  we  therefore  must  continue  to  pursue  research 
that  allows  the  best  use  of  technologies  capable  of  improving  blood  safety  and  preempting 
potential  new  threats  to  the  blood  supply. 

With  the  support  of  Congress,  in  the  past  the  NIH  has  funded  basic  research  into  inactivating 
infectious  agents  transmitted  by  blood.  CCBC  advocates  continued  support  for  research 
efforts  aimed  at  combating  viral  and  bacterial  contamination  of  blood.  We  support  ongoing 
initiatives  at  NHLBI  in  this  area,  such  as  a  current  request  for  applications  on  the  inactivation 
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of  viruses  in  blood  and  cellular  blood  components.  This  program  will  support  research  on 
inactivation  procedures  to  destroy  transfusion-transmitted  viruses  in  blood  and  blood 
components  while  maintaining  the  therapeutic  effectiveness  of  transfusions.  Frankly,  the 
promise  of  purifying  the  nation's  blood  supply  may  be  realized  in  a  more  realistic  timeframe 
than  the  more  remote  anticipation  that  substitutes  will  eliminate  the  need  for  blood 
transfusions. 

In  another  effort  to  eliminate  the  presence  or  possibility  of  infectious  agents  in  donated  blood, 
the  NHLBI  is  supporting  a  surveillance  program  called  the  Retroviral  Epidemiology  in  Donors 
Study,  or  "REDS."  We  support  continued  funding  of  this  study  to  develop  more  effective 
screening  to  interdict  blood  donors  at  risk  for  transmitting  diseases. 

Besides  the  potential  for  viral  and  bacterial  infection,  transfusions  pose  another  challenge: 
determining  the  efficacy  and  appropriate  use  of  transfusions  in  treatment.  An  NHLBI  project 
currently  addressing  these  issues  is  the  transfusion  biology  and  medicine  Specialized  Center 
of  Research,  or  SCOR  program.  The  SCOR  program  is  slated  to  initiate  new  research  into 
areas  such  as  the  immunological  aspects  of  blood  transfusion;  the  structure  and  functions  of 
cell  surface  antigens;  and  the  nature  of  the  "transfusion  trigger"  (that  is,  when  to  begin  and 
end  red  blood  cell  and  platelet  transfusions).  CCBC  strongly  supports  continued  funding  in 
this  area. 

NHLBI  also  is  considering  sponsoring  research  into  neonatal  transfusion  practices.  Funding 
this  type  of  project  would  provide  necessary  new  information  on  the  transfusion  needs  of 
premature  or  low  birth  weight  infants.  CCBC  hopes  that  in  its  funding  decisions.  Congress 
will  continue  to  recognize  the  importance  of  these  and  other  NIH  initiatives  to  improve 
transfusion  safety. 

Finally,  as  autologous  blood  is  the  safest  of  all  types  of  transfusions,  we  encourage  funding 
for  initiatives  into  the  application  of  autologous  techniques  in  medical  procedures.  These 
initiatives  should  examine  the  feasibility  of  autologous  transfusions  in  various  medical 
situations,  and  resolve  related  cost-benefit  concerns. 

BLOOD  STORAGE 

CCBC  appreciates  the  Subcommittee's  previous  support  of  basic  research  into  the  changes 
that  occur  in  blood  and  blood  components  during  storage.  Thanks  to  that  basic  research  and 
other  studies  sponsored  by  the  NHLBI,  we  now  know  how  long  blood  components  may  be 
stored  without  losing  their  therapeutic  effectiveness. 

Continued  federal  funding  to  study  the  effects  of  storage  on  blood  and  blood  components  will 
yield  more  effective  components  and  allow  more  efficient  use  of  the  nation's  blood  resources. 
Improved  platelet  storage  is  especially  crucial  because  of  the  increasing  demand  for  platelets 
in  bone  marrow  and  organ  transplants,  cancer  patients,  and  trauma  cases.  NHLBI  plans  to 
initiate  new  research  into  maintaining  the  function  of  transfused  platelets  and  extending  their 
shelf -life. 

While  many  advances  already  have  been  made  in  improving  blood  component  storage,  CCBC 
supports  additional  research  funding  in  this  area  to  help  contain  health-care  costs  and  maintain 
an  adequate  blood  supply  for  patients  in  need  of  transfusions. 

STEM  CELL  TECHNOLOGY 

A  break-through  in  the  collection,  isolation  and  culturing  of  stem  celts  will  aid  in  the  treatment 
of  bone  marrow  transplant  patients  and  other  cancer  patients.  Stem  cells  are  the  basic  blood 
cells  that  generate  all  other  blood  cells.  They  are  found  in  a  person's  bone  marrow,  in  small 
amounts  in  the  bloodstream,  and  in  placental  and  umbilical  cord  blood. 

CCBC  supports  ongoing  and  future  NHLBI  efforts  to  establish  a  new  SCOR  on  stem  cells  to 
further  investigate  the  basic  biology  of  stem  cells,  and  eventually  develop  a  way  to  use  stem 
cells  as  vehicles  for  gene  therapy.  We  hope  that  Congress  will  support  research 
appropriations  in  this  area  as  part  of  a  drive  for  new  cancer  therapies  and  vital  treatments  for 
other  debilitating  diseases. 
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ADDITIONAL  NATIONAL  FUNDING  FOR  HEALTH  RESEARCH 

Medical  research  holds  the  promise  both  of  reducing  medical  costs  and  improving  the  quality 
of  care.  A  continued  national  commitment  to  medical  research  not  only  will  maintain 
American  preeminence  in  cutting-edge  biomedical  science,  but  also  can  improve  disability  and 
disease  prevention,  diagnosis  and  treatment. 

Realizing  that  federal  budgetary  pressures  place  tight  limits  on  discretionary  spending,  CCBC 
supports  medical  research  funding  legislation  proposed  by  Senators  Tom  Harkin  and  Mark 
Hatfield.  Their  proposal  calls  for  a  new  mechanism  under  health-care  reform  to  provide 
additional  funding  for  health  research  at  NIH  — over  and  above  the  amount  provided  in  the 
annual  congressional  appropriations  process. 

Under  a  reformed  health-care  system  with  corporate  and  regional  healtl'.  alliances,  the  Harkin- 
Hatfield  plan  proposes  that  approximately  one  percent  of  all  monthly  health  insurance 
premiums  be  set  aside  in  a  new  national  fund  for  health  research.  These  funds,  together  with 
money  raised  by  a  new  voluntary  federal  income  tax  check-off,  would  be  used  to  supplement 
annual  NIH  appropriations. 

Supporters  of  the  Harkin-Hatfield  research  set-aside  proposal  estimate  that  it  will  amount  to 
a  50  percent  increase  in  funding  for  the  NIH.  CCBC  supports  the  proposal  as  a  critical  step 
toward  further  biomedical  innovation,  increased  productivity,  and  lower  national  medical 
expenses.  We  urge  the  Senate  appropriations  leadership  to  consider  this  legislative  initiative. 

In  conclusion,  transfusion  safety,  blood  storage  and  stem  cell  initiatives  at  NIH  help  address 
both  the  short-and  long-term  goals  for  maximizing  safe  blood  transfusions  for  the  millions  of 
Americans  who  depend  on  the  lifesaving  properties  of  this  mode  of  therapy.  Patients,  and  the 
blood  centers  that  serve  them,  will  benefit  from  the  implementation  of  ongoing  national 
research  priorities. 

CCBC  is  aware  of  the  pressures  on  the  fiscal  year  1995  budget  in  response  to  deficit 
reduction  mandates.  In  response  to  those  pressures,  the  President's  budget  includes  an 
overall  reduction  in  discretionary  spending  from  last  year's  levels.  However,  his  budget  also 
acknowledges  that  certain  programs  represent  a  long-term  investment  and  therefore  should 
not  be  cut.  We  believe  that  funding  of  the  important  biomedical  research  described  in  my 
testimony  should  be  categorized  as  an  investment  in  the  future  health  of  all  Americans. 

We  respectfully  ask  that  the  Committee  consider  and  address  the  pressing  needs  of 
transfusion  medicine  and  the  continued  efforts  of  the  National  Heart,  Lung  and  Blood  Institute. 


STATEMENT  OF  THE  COUNCIL  ON  LEGAL  EDUCATION 

OPPORTUNITY 

The  Council  on  Legal  Education  Opportunity  (CLEO)  has 

provided  training  assistance  in  the  legal  profession  for 

educationally  and  economically  disadvantaged  persons  since  1968. 

CLEO  is  funded  through  the  Assistance  For  Training  In  the  Legal 

Profession  program  (ATLP) ,  administered  by  the  U.S.  Department  of 

Education.   Unlike  many  other  federally  funded  graduate 

fellowship  programs,  CLEO,  through  ATLP,  exclusively  serves  very 

low  income  individuals  and  provides  them  the  opportunity  to 

become  lawyers.   The  program  has  been  a  major  factor  in  the 

dramatic  rise  in  the  number  of  persons  from  disadvantaged 
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backgrounds,  particularly  minorities,  receiving  a  legal  education 
and  has  contributed  significantly  to  diversification  in  the  legal 
profession. 

To  date,  CLEO  has  assisted  over  5,400  students  in  the  study 
of  law.   Approximately  5,000  of  these  completed  law  school  and 
are  now  pursuing  legal  careers.   CLEO  Fellows  have  become  law 
professors,  law  school  deans,  and  even  judges.   Their 
achievements  attest  to  the  effectiveness  of  the  program  and 
soundness  of  the  concepts  upon  which  it  is  based.   Jointly 
sponsored  by  the  American  Bar  Association,  the  Association  of 
American  Law  Schools,  the  Law  School  Admissions  Council,  the 
National  Bar  Association,  the  Hispanic  Bar  Association,  and  the 
National  Asian  Pacific  Bar  Association,  CLEO  works  together  with 
over  100  law  schools  to  recruit  CLEO  Fellows,  conduct  summer 
institutes,  and  counsel  students  throughout  their  law  school 
careers. 

In  spite  of  the  phenomenal  success  CLEO  has  acheived  through 
the  years,  its  current  funding  level  permits  it  only  to  provide 
fellowship  stipends  that  are  among  the  lowest  of  all  government 
sponsored  graduate  fellowships.   The  disparity  in  stipend  support 
between  low-income,  educationally  disadvantaged  CLEO  Fellows  and 
fellows  of  other  graduate  programs  is  startling  and  telling.   In 
the  coming  academic  year  new  CLEO  Fellows  will  receive 
between$5, 200  and  $6,000  in  stipend  support,  while  students  in 
other  post-graduate  fellowship  programs  that  are  not  need-based 
will  receive  as  much  as  $15,000.   Meanwhile,  a  legal  education  is 
among  the  most  expensive  of  all  post-graduate  educational 
endeavors.   The  annual  cost  of  attending  law  school  easily  can 
exceed  $30,000  at  many  institutions. 

In  an  effort  to  better  assist  disadvantaged  law  students  in 
the  CLEO  program,  stipends  over  the  past  few  years  have  been 
steadily  increased.   However,  because  the  annual  ATLP 
appropriation  has  not   reflected  a  corresponding  increase,  the 
program  has  been  compelled  to  accept  and  serve  fewer  students  and 
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to  cut  administrative  support  services  at  its  national  office. 
In  1992  CLEO  enrolled  210  new  fellows,  but  only  150  in  1993. 
This  year  we  only  can  enroll  140.   This  represents  a  33%  drop 
with  2  years.   As  we  increase  the  stipend  level  to  meet  the  ever 
rising  costs  of  a  legal  education,  level  funding  or  virtual  level 
funding  from  one  year  to  tha  next  forces  us  to  serve  fewer  and 
fewer  students  from  among  this  nation's  poorest  population. 

The  statistics  speak  for  themselves;  CLEO  is  in  need  of 
increased  funding  because  proposed  level  funding  would  result  in 
a  substantial  reduction  in  educational  opportunities  for  poor, 
minority  and  educationally  disadvantaged  law  school  candidates 
and  would  provide  funding  for  fellowship  stipends  that  are  much 
lower  than  what  is  provided  in  other  programs  to  students  who  may 
not  be  from  economically  disadvantaged  backgrounds. 

For  the  reasons  set  out  above,  CLEO  respectfully  requests  a 
considerable  increase  in  the  FY  95  appropriation  for  the  ATLP 
that,  at  a  minimum,  provides  adequate  resources  to  compensate  for 
lost  operating  resources  that  now  are  being  applied  toward 
increased  stipends.   The  funding  for  FY  94  was  $2,991,000.   For 
FY  95  CLEO  desires  to  better  serve  the  needs  of  disadvantaged  law 
students  on  a  level  that  approaches  the  level  of  support  provided 
students  in  other  graduate  fellowship  programs  sponsored  through 
the  government. 

Thank  you  for  your  consideration  in  this  matter. 


STATEMENT  OF  STATE  ADMINISTRATIORS  OF  VOCATIONAL 

REHABILITATION 

The  Council  of  State  Administrators  of  Vocational  Rehabilitation  is  comprised  of  the  chief 
administrators  of  the  public  agencies  providing  rehabilitation  services  to  persons  with  disabilities 
in  the  fifty  states,  the  District  of  Columbia,  and  the  territories. 

These  Agencies  constitute  the  State  partners  in  the  State-Federal  Program  of  Rehabilitation 
Sei  vices  for  persons  with  mental  and/or  physical  disabilities,  as  authorized  by  the  Rehabilitation 
Act  of  1973.  PL.    93-112,  as  amended. 

While  the  Rehabilitation  Act  is  the  cornerstone  of  our  Nation's  commitment  to  assisting 
eliuible  people  with  disabilities  to  obtain  competitive  employment  and  to  live  independent  and 
productive  lives,  it  is  severely  underfunded. 

When  one  considers  that  a  Louis  Harris  and  Associates  study  csiiniales  that  two  out  of 
every  three  adults  with  a  disability  are  unemployed,  and  that  the  Rehabilitation  Program  has  the 
resources  to  provide  services  to  only  one  in  twenty  eligible  people,  this  under  funding  constitutes 
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an  unacceptable  tragedy  for  the  millions  of  people  with  disabilities  who  need  services,  yet  are 
unable  to  receive  them. 

The  great  responsibility  placed  upon  the  Rehabilitation  Program  now  becomes  even  more 
acute,  with  the  passage  and  implementation  of  the  "Americans  with  Disabilities  Act"  (ADA).  The 
ADA  will  vastly  expand  opportunities  for  all  Americans  with  disabilities.  It  is  vital  that  the 
Rehabilitation  Program  be  fully  prepared  to  assist  people  with  disabilities  to  fully  realize  the 
promise  of  this  landmark  legislation. 

VOCATIONAL  REHABILITATION  SERVICES;  BASIC  STATE  GRANTS 

FY  1995  CSAVR  RECOMMENDATION $2,500,000,000 

FY  1995  AUTHORIZATION Such  Sums 

Basic  State  Service  Grants  are  the  lifeblood  of  the  Vocational  Rehabilitation  Program, 
financing  the  provision  of  vocational  rehabilitation  services  to  eligible  individuals  with  mental 
and  physical  disabilities  for  placement  in  competitive  employment. 

These  Federal  dollars,  matched  with  state  monies,  permit  State  Rehabilitation  Agencies 
to  provide,  or  to  contract  with  private  organizations  and  agencies  to  provide,  individualized, 
comprehensive  services  to  eligible  persons  with  mental  and/or  physical  disabilities,  for  the 
purpose  of  rendering  these  individuals  employed  and  independent. 

Such  services  may  include  evaluation;  comprehensive  diagnostic  services;  counseling; 
physical  restoration;  rehabilitation  engineering;  the  provision  of  various  kinds  of  training  and 
training  supplies,  tools  and  equipment;  prosthetic  devices;  placement;  transportation;  post- 
employment  services;  and  "any  other  service"  necessary  to  rehabilitate  an  individual  into 
employment. 

For  Fiscal  Year  1993,  the  Federal  Government  advises  that  the  $1,879,679,000 
appropriated  for  Basic  State  Vocational  Rehabilitation  served  1,048,304  people  with  disabilities. 

Despite  this  expenditure,  there  still  are  not  sufficient  funds  to  serve  all  those  eligible, 
disabled  people  who  have  the  potential  and  desire  to  work  and  who  need  rehabilitation  and 
training  services  to  obtain  employment  and  self-sufTiciency. 

Alarmingly  enough,  our  best  estimates  are  that  State  Rehabilitation  Agencies  are  able  to 
serve  only  one  out  or  every  twenty  people  who  are  eligible,  due  to  a  total  lack  of  adequate 
resources. 

In  FY  1993,  72.6  percent  of  all  individuals  served  by  State  Rehabilitation  Agencies  are 
described  as  being  "severely  disabled"  by  the  Federal  Rehabilitation  Services  Administration 
(RSA). 

In  carrying  out  the  mandate  of  the  Act  to  give  priority  of  service  to  the  rehabilitation  of 
individuals  who  are  severely  disabled.  State  Agencies  have  found  that  the  costs  —  in  time,  effort, 
and  money  for  services  ~  aie  much  greater  than  the  cost  of  rehabilitating  people  less  severely 
disabled. 

At  the  same  time,  it  is  alarming  to  note  that  the  purchasing  power  of  the  resources 
available  has  remained  virtually  stagnant  since  1980. 

This  means  that  the  Program  is  rehabilitating  fewer  people,  while  expending  more  money 
for  services,  staff  training,   equipment,  and  facilities. 

With  these  statistics  in  mind,  the  Council  strongly  urges  that  the  Congress  provide  Federal 
appropriations  for  Basic  State  Vocational  Rehabilitation  Services  in  the  amount  of  $2,500,000,000 
for  Fiscal  Year  1995. 

A  previous  CSAVR  Survey  of  all  State  Rehabilitation  Agencies  found  that  with  a 
Congressional  appropriation  of  $2,500,000,000  million  for  FY  1994,  an  additional  65,743  people 
with  disabilities  will  receive  these  vital  rehabilitation  services. 

While  the  CSAVR  is  in  the  process  of  conducting  a  Survey  for  FY  1995,  the  FY  1994 
Survey  projects  that  the  States  have  the  ability  to  match,  and  effectively  use,  these  valuable 
service  monies. 

The  justification  for  higher  funding  levels  stems  from  the  purpose  for  which  the  money 
is  spent--the  prevention  of  an  incalculable  waste  of  human  potential,  a  purpose  on  which  no  price 
tag  can  be  placed. 

Appropriating  additional  monies  for  Vocational  Rehabilitation  Services  reduces  the  Federal 
Deficit. 
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Over  the  decades.  Vocational  Rehabilitation  has  more  than  paid  for  itself  by  helping 
persons  with  disabilities  increase  their  earning  capacity;  by  freeing  family  members  to  work; 
and/or  by  decreasing  the  amount  of  welfare  payments,  health  services,  and  social  services  they 
might  need;  as  well  as  by  assisting  them  to  become  taxpayers. 

The  Congressional  Budget  Office  has  stated  that  "a  reduction  of  funds  for  rehabilitation... 
would  generate  increases  in  other  parts  of  the  federal  and  state  budgets." 

Funds  appropriated  for  Vocational  Rehabilitation  are  a  sound  investment  of  the  Public's 
money. 

OTHER  PROGRAMS  AUTHORIZED  BY  THE  REHABILITATION  ACT 

The  Rehabilitation  Act  is  recognized  as  the  most  complete  and  well-  balanced  piece  of 
legislation  in  the  human  services  field.  In  addition  to  the  Basic  State  Vocational  Rehabilitation 
Services  Program,  the  Act  contains  provisions  for  (1)  an  innovation  and  expansion  program;  (2) 
a  training  program;  (3)  a  research  program;  (4)  a  comprehensive  services  for  independent  living 
program;  (5)  a  supported  employment  program;  and,  among  others,  (6)  special  projects  and 
demonstration  efforts. 

The  CSAVR  strongly  supports  adequate  funding  for  all  Sections  of  the  Act,  and 
wholeheartedly  joins  with  the  recommendations  provided  this  Subcommittee  by  other 
Organizations  and  Advocates. 

The  CSAVR  requests  that  the  Subcommittee  fund  the  Title  I  Program  at  $2,500,000,000. 


STATEMENT  OF  THE  CROWNPOINT  INSTITUTE  OF  TECHNOLOGY 

On  behalf  of  the  students,  faculty,  and  staff  of  Crownpoint 
Institute  of  Technology,  I  thank  the  Senate  Appropriations 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
for  the  opportunity  to  submit  testimony  on  our  funding  needs  for 
Fiscal  Year  1995. 

Crownpoint  Institute  of  Technology  (CIT)  is  a  nonprofit 
institution,  fully  accredited  by  the  North  Central  Association  of 
Colleges  and  Schools  since  1987  and  chartered  and  incorporated  by 
the  Navajo  Nation.   It  is  the  only  vocational  institution  serving 
the  Navajo  population  of  165,065  on  a  vast  17,000  square  mile 
reservation. 

CIT  offers  15  vocational  programs  for  academic  year  1993- 
94,  and  plans  to  offer  16  for  the  following  year.   In  addition, 
CIT  also  offers  Adult  Basic  Education,  GED  classes,  and 
Continuing  Education  Programs,  enrolling  201  students,  which 
enable  the  local  community  residents  to  learn  new  professional, 
personal,  and  creative  skills. 

The  college's  vocational  education  programs  have  been 
demonstrable  successes.   Through  these  programs,  CIT  yields  a 
graduation  rate  of  85%  and  a  95%  job  placement  rate.   Graduates 
earrr  between  $12,480  and  $14,082  annually  in  entry  level 
positions . 

There  is  a  great  need  for  these  programs,  because  those  on 
the  reservation  who  have  not  had  the  educational  opportunities 
offered  by  CIT  classes  generally  find  that  employment  avenues  are 
closed  to  them.   Furthermore,  many  of  our  students  are  single 
parent  heads  of  households  with  an  average  of  approximately  3 
dependents.   In  terms  of  potential  government  welfare  costs,  this 
translates  to  an  average  of  $17,588  in  1993  figures.   In  these 
times  of  fiscal  constraints,  a  more  streamlined  approach  to 
spending  Federal  funds  argues  persuasively  that  the  return 
investment  from  giving  these  individuals  marketable  skills  in  the 
employment  sector,  and  taking  them  off  the  much  more  expensive 
welfare  rolls,  is  well  worth  the  small  initial  cost. 
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The  Navajo  Nation  is  in  the  midst  of  a  baby  boom  and  the 
educational  infrastructure  is  hard-pressed  to  keep  up.   According 
to  1990  census  figures,  nearly  55%  of  the  Navajo  population  are 
25  years  of  age  or  younger;  among  the  entire  United  States 
population  the  amount  of  people  in  this  age  demographic  is  only 
36  per  cent.   As  the  younger  Navajo  population  continues  to  grow, 
so  does  the  need  to  educate  new  generations.   Clearly,  there  is  a 
great  need  within  the  Navajo  Nation  to  ensure  that  Navajo  youth 
be  granted  equal  educational  opportunities. 

Between  academic  years  1990-91  and  1993-94,  the  amount  of 
FTE  students  increased  from  188  to  361,  or  92  per  cent.   However, 
as  the  number  of  students  has  increased,  the  funding  per  student 
has  precipitously  decreased.   This  is  because  funding  levels  have 
remained  fairly  steady,  and  are  simply  unable  to  close  the  gap 
created  by  the  exponential  growth  in  student  population.   As  a 
result,  funding  per  FTE  for  1993-94  was  $3,495,  representing  just 
barely  half  (55.5%)  of  the  total  cost  per  FTE  of  $6,293.   In 
summation,  CIT  is  requesting  the  full  authorization  of  $4,000,000 
for  the  Fiscal  Year  1994  operations  grant  for  academic  year  1994- 
95  (to  be  shared  with  United  Tribes  Technical  College  in 
Bismarck,  ND)  in  order  to  make  up  this  shortfall. 

One  focus  of  this  appropriation  request  is  to  fund 
infrastructure  and  technology  restructuring.   In  1992, 
representatives  from  the  US  Department  of  Education  visited  CIT 
and  their  report  cited  the  need  for  improvements  in  the  physical 
plant  of  the  college,  and  updated  equipment.   This  report 
validates  the  need  for  CIT  to  continually  improve  in  order  to 
meet  the  challenge  of  providing  up-to-date  vocational  education 
to  meet  the  demands  today's  constantly  changing  and  increasingly 
technology-based  work  world. 

I  urge  the  Subcommittee  to  do  everything  in  its  power  to 
uphold  this  request  in  order  to  maintain  the  quality  education 
that  we  give  our  students,  and  to  help  make  equal  educational 
opportunity  a  reality  for  American  Indian  students  attending 
tribal  colleges. 


STATEMENT  OF  THE  DYSTROPHIC  EPIDERMOLYSIS  BULLOSA 
RESEARCH  ASSOCIATION  OF  AMERICA 

Mr.  Chairman,  I  am  Miriam  Feder,  Executive  Director  of  the 
Dystrophic  Epidermolysis  Bullosa  Research  Association  (D.E.B.R.A.) 
of  America,  Inc.. 

Dana  Marquardt  has  in  previous  years  had  the  honor  to  testify 
before  this  committee.  She  is  a  young  woman  severely  affected  by 
Epidermolysis  Bullosa.  Today  I  submit  the  testimony  to  you  on 
behalf  of  Dana  and  the  100,000  Americans  who  suffer  from  some  form 
of  EB. 

When  Dana  was  born  on  April  27,  1971,  she  was  presented  to  her 
mother  with  sacs  of  fluid  hanging  from  her  tiny  hands  and  feet. 
Her  parents  didn't  hear  the  words  "Congratulations".  Along  with 
their  baby  daughter,  her  mother  and  father  were  also  the  parents  of 
uncertainty.  The  doctors  began  their  efforts  to  discover  the 
genetic  defect  that  would  change  their  lives  forever.  Weeks  later, 
they  were  still  looking  for  clues  as  to  what  might  be  causing  this 
strange  skin  abnormality.  Two  hospitals  and  three  months  later, 
Dana's  parents  brought  her  home  with  a  diagnosis  of  Recessive 
Dystrophic  Epidermolysis  Bullosa. 

EB  is  a  disease  as  complicated  as  the  care  and  attention  it 
requires.   Every  day  Dana's  mother  changes  her  bandages  and  drains 
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the  fluid  from  the  blisters  that  result  from  excessive  friction  to 
her  skin  so  that  the  blisters  will  not  spread  and  become  larger. 
A  topical  antibiotic  ointment  is  applied  to  the  blisters  and  opened 
sores  to  reduce  the  amount  of  infection.  After  this  is  done,  she 
covers  all  her  lesions  with  sterile  pads  and  secures  them  with  a 
wrap  of  gauze  bandage  and  paper  tape.  Dana's  dad  manages  the  sea 
of  red  tape  that  also  accompanies  this  condition.  He  battles  with 
insurance  forms  and  medical  claims,  fights  to  have  her  cases  of 
bandages  delivered  from  the  health  care  service,  he  handles  all  the 
hospital  arrangements  when  surgery  is  needed  and  makes  sure  Dana 
has  the  best  doctors  who  are  competent  and  well  informed  about  EB. 

Dana  constantly  fights  a  losing  battle  with  her  own  body.  As 
she  begins  to  notice  an  improvement  in  her  skin,  the  war  is 
declared  once  again.  She  wakes  up  the  next  morning  with  a  massive 
breakdown  of  blisters  and  new  lesions,  only  to  start  the  process 
all  over  again.  When  her  appetite  begins  to  improve,  her  throat 
betrays  her  and  forms  a  blister  so  that  eating  even  ice  cream  can 
be  extremely  painful.  She  has  long  since  given  up  the  war  to 
regain  the  use  of  her  fingers,  which  have  webbed  into  a  fist  due  to 
scar  tissue.  After  many  hand  surgeries,  which  brought  only 
temporary  relief,  she  has  learned  to  manage  well  without  fingers 
but  needs  to  use  both  hands  for  even  the  simplest  functions. 

The  emotional  aspect  of  EB  is  often  worse  than  the  physical 
pain.  It  robs  a  person  of  independence  and  self-esteem.  Dana  must 
rely  on  her  parents  for  practically  everything  needed  during  the 
course  of  daily  living.  She  needs  to  be  dressed  because  she  lacks 
the  physical  agility  it  takes  to  maneuver  a  shirt  and  pants  into 
position  and  to  put  socks  and  shoes  on  her  feet.  She  cannot  bathe 
on  her  own  because  she  has  difficulty  getting  into  the  tub,  and 
removing  bandages.  When  she  eats,  her  food  has  to  be  cut  for  her. 
These  are  only  the  basics  for  living. 

Dana  is  fully  dependent  upon  others,  even  for  some  mobility. 
Her  motorized  wheelchair  must  be  transported  wherever  she  goes. 

She  has  never  participated  in  childhood.  She  watched  children 
enjoying  play  through  her  living  room  window.  She  was  reminded  of 
her  extreme  fragility  even  when  with  other  disabled  children.  In 
grade  school  her  wounds  didn't  permit  her  to  participate  in  a 
simple  school  yard  recess.  Dana  always  is  reminded  of  how 
different  she  is.   EB  took  away  her  childhood. 

I  am  pleased  to  report  that  the  prognosis  for  a  child  born 
with  EB  today  is  far  brighter  than  in  1971.  Extraordinary  advances 
in  EB  research  promise  cure  and  prevention.  The  level  of  this  work 
has  created  scientific  breakthroughs  thought  impossible  only  five 
years  ago.  Most  of  this  science  has  been  supported  by  funds  that 
you  have  appropriated  to  the  NIAMS.  Your  support  has  created  the 
opportunity  for  researchers  to  identify  the  mutations  underlying 
Koebner  and  Weber-Cockayne  EBS,  in  addition  to  Dowling-Meara  cases, 
and  to  find  mutations  in  the  Kalinin  genes  in  cases  of  Junctional 
EB  for  the  first  time.  Over  20  cases  of  Recessive  Dystrophic  EB 
have  been  characterized  at  the  molecular  level  and  involve 
mutations  in  Type  VII  Collagen.  Using  the  information  showing  that 
the  Type  VII  Collagen  gene  is  linked  to  Recessive  Dystrophic  EB,  a 
test  for  this  gene  was  designed  and  performed  during  the  10th  week 
of  pregnancy  of  a  parent  with  a  child  with  Recessive  Dystrophic  EB. 
The  prediction  was  for  a  healthy  baby  that  would  not  need  any 
special  birthing  precaution  plans  or  for  early  specialized  neonatal 
care.  A  7  lb.  7  oz.  baby  girl  was  born  on  October  9,  1993.  There 
has  been  successful  prenatal  diagnosis  of  Junctional  EB  using  anti- 
body tests  for  Kalinin  in  amniotic  fluid,  and  three  successful 
prenatal  tests  for  Recessive  Dystrophic  EB  from  chorionic  villi. 

Future  prospects  include  pre-implantation  testing  for 
Dystrophic  Epidermolysis  Bullosa,  and  gene  replacement  therapy  for 
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Dystrophic  Epidermolysis  Bullosa  and  Junctional  Epidermolysis 
Bullosa. 

We  remain  concerned  about  the  level  of  funding  for  NIAMS 
because  the  award  rates  are  below  the  NIH  average  and  fear  numerous 
promising  research  opportunities  may  be  lost.  Recent  advances  for 
people  like  Dana  need  to  be  seen  to  fulfillment.  Therefore,  we  ask 
that  you  increase  the  funding  to  NIAMS  by  12%  in  FY95  raising  the 
funding  level  to  $250  million  in  FY95. 

Every  American  household  will  be  affected  by  your  decision. 
Every  American  family  will  at  one  time  be  affected  by  the  diseases 
funded  by  the  NIAMS. 

Thank  you  and  your  committee  for  your  dedication  and  devotion 
to  biomedical  research  and  to  the  betterment  of  the  human 
condition. 

On  behalf  of  all  people  suffering  from  EB,  thank  you  for  the 
opportunity  of  submitting  this  presentation. 


STATEMENT  OF  THE  EASTERN  BAND  OF  CHEROKEE  INDIANS 

Mr.  Chairman  and  Distinguished  Members  of  the  Sub-Ccnmittee  on  Labor,  Health  and  Human 
Services,  Eaucation  and  Related  Agencies,  I  am  Jonathan  L.  Taylor,  Principal  Chief  of 
the  Eastern  Band  of  Cherokee  Indians.  Thank  you  for  providing  me  tlie  opportunity  to 
submit  testimony.  0\jr  Tribe  consist  of  10,700  members  and  our  reservation  contains 
56,000  acres.  We  are  located  in  the  western  part  of  the  State  of  North  Carolina, 
directly  adjacent  to  the  Great  Smoky  Mountain  National  Park. 

Treaties  forged  between  the  United  States  and  Indian  leaders  during  the  last  two 
centuries  created  the  foundation  of  Indian  Law.  These  treaties  with  CCngress  recognize 
the  existence  of  sovereign  governments  within  the  boundaries  of  the  United  States.  As 
part  of  these  agreements,  the  United  States  entered  into  a  unique  trust  relationship 
with  Indian  tribes.  President  Clinton  affirmed  that  his  achiinistration  will  give 
tribal  government  say  in  distribution  of  federal  funds  geared  toward  economic  growth, 
affordable  health  care  and  iitproved  education. 

It  is  with  honor  that  I  direct  this  testimony  toward  our  Tribe's  two  most  vital  assets, 
our  youth  and  elders.  Many  ccmplex  issues  and  concern  have  influenced  services 
provided  to  these  individuals. 

JOB  TWUKING  PARTOBRStOP  ACT  -  Our  Cherokee  JTPA  Program  is  funded  entirely  through  the 
United  States  Department  of  Labor,  Division  of  Indian  and  Native  American  Programs.  We 
provide  educational  and  job  training  services  to  economically  disadvantaged  Native 
Americans.  We  are  provided  an  estimated  amount  of  $4500.00  per  on-the-jcto  trainee. 
This  year  we  spent  an  average  of  $1800.00  per  trainee.  Therefore,  we  placed  three 
times  the  ninber  of  trainees  in  permanent  jobs  with  our  allocated  funds.  This  year  we 
had  240  applicants  that  couldn't  be  placed  on  the  program  due  to  lack  of  funding.  We 
estimated  a  shortage  of  $600,000  to  adequately  fund  this  program.  There  is  a 
fundamental  need  in  Indian  country  for  jobs  and  economic  development  activities.  On  a 
snail  reservation  such  as  ours,  there  are  only  so  many  jobs  to  go  around.  Without 
economic  development  and  regulations  that  encourage  private  sector  corpanies  from 
relocating  to  the  reservation,  there  will  always  be  more  people  seeking  work  than  tliere 
are  jobs.  We  currently  maintain  waiting  lists  for  participants  vho  want  to  work  or 
attend  sdxxjl.  It  is  extranely  disheartening  to  deny  someone  an  opportunity  to 
education  and  job  training  when  they  are  initiating  a  desire  to  better  themselves. 

During  our  last  year's  Suimer  Youth  Program,  we  served  108  students  v*iich  included  high 
school,  college  students  and  students  who  had  dropped  out  of  school.  There  was  not 
adequate  funding  to  enroll  all  students  so  we  had  a  waiting  list  of  approximately  45 
applicants . 

As  you  can  see,  we  are  doing  all  we  can  to  maximize  our  resources  to  the  fullest  with  a 
small  staff.  We  utilize  every  effort  that  we  can  by  coordinating  resources  with 
everyone  in  our  conmunity  to  make  sure  that  our  participants  get  the  services  they  need 
to  become  self  supporting.  A  heightened  optimism  exists  in  Indian  Country  today. 
Modem  Indian  tribes  have  made  extraordinary  advances  fron  a  situation  that,  just  two 
generations  ago,  seemed  hopeless. 
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Congress  should  support  the  JTPA  Indian  program  (Title  IV,  Sec.  401)  funding  being 
increased  and  tlie  recently  autl»rized  Native  American  Elnployment  and  Training  Council 
should  be  implemented  by  the  Department  of  Labor.  Congress  sliould  also  encourage  each 
Federal  Department,  in  creating  a  partnership  between  tribes  and  the  federal  agencies, 
to  increase  tlie  employment  of  Indian  people  at  all  levels,  including  policymaking  and 
nvinagerial  levels,  in  offices  witli  resources  relevant  to  Indian  development. 
Specifically,  the  Department  of  Labor  shculd  implement  the  Indian  provisions  of  the 
1992  JTPA  amendments,  which  call  for  special  consideration  for  Indian  people  in  all 
professional  positions  within  a  strengtliened  and  reorganized  DOL  Iixlian  Office.  Tliat 
office  should  be  created  under  Indisrn  leadership  with  a  direct  relationship  to  the 
Assistant  Secretary  of  Labor  for  Elrployment  and  Training.  Each  federal  department  and 
agency  should  be  directed  to  develop,  in  consultation  with  Tribes,  a  set  of  initiatives 
to  help  stimulate  development  in  Indian  camiunities,  with  special  attention  to  youth 
and  job  opportunities.  They  should  also  develop  an  Indian  policy  statement  outlining 
the  ways  in  which  tlie  Department  or  agency's  programs  and  activities  will  contribute  to 
the  econcmic  and  humein  development  of  Indian  comiunities. 

lEAD  glART  CEWTER  -  Tlie  Qua  11a  Boundary  Head  Start  Center  is  located  on  the  Qua  11a 
Boundary.  Tlie  Head  Start  Program  currently  operates  3  Head  Start  Centers  aind  1  state- 
subsidized  day  care  facility  tliat  serves  the  children  of  working  parents.  The  Soco 
Center  currently  serves  55  children  with  a  staff  of  11  employees.  The  Birdtown  center 
serves  50  children  with  11  staff  members.  Our  Big  Cove  center  serves  55  children  with 
11  staff  members.  The  three  centers  also  provide  after-school  services  for  35 
children.  Each  center  individually  maintains  a  waiting  list  of  children  that  would 
like  to  attend  Head  Start.  Currently,  there  are  approxinately  932  children  at  the  ages 
of  0-5  years  old  who  need  services.  It  would  require  $500,000  in  additional  funding  to 
place  these  childrei  in  centers. 

During  the  off-season  (winter  months),  unemployment  rates  on  the  Quails  Boundary  can 
reach  as  high  as  45%,  dropping  dramatically  to  5%  during  the  sumner  tourist  season. 
One  third  (33%)  of  the  Cherd^ees  10,000  residents  live  in  poverty  as  ccmpared  with  21% 
in  neighboring  Western  North  Carolina  counties.  High  rates  of  alcoliolism,  infant 
mortality,  accidents,  high  prevalence  of  diabetes,  obesity,  and  otitus  media  in 
preschoolers,  substantiate  that  Qualla  Boundary  residents  are  an  "at-risk"  population. 
In  addition,  school  absenteeism  rates  scmetimes  run  near  40%  and  the  drop-out  rate  is 
close  to  10%. 

To  address  and  begin  to  reverse  these  problems  the  Qualla  Boundary  Head  Start  Program 
must  be  aware  of  all  these  facts  that  we  have  dealt  with  during  the  24  years  we  have 
been  in  operation.  Our  centers  currently  operate  as  a  grantee  program  initiated 
through  the  Eastern  Bcind  of  Cherokee  Indians.  Funds  in  tlie  amount  of  $640,000  support 
the  Basic  Grant,  Disability  Services,  Training  Supplement  and  operate  tluree  head  Start 
Centers.  Our  enrollment  consist  of  160  participants.  This  total  is  within  three 
individual  day  care  centers.  We  operate  one  other  center  known  as  the  Ycungdeer  Center 
which  is  a  State-subsidized  day  care  facility,  and  serves  25  children  of  working 
parents,  and  provides  full-day  services.  We  have  also  applied  for  funding  from  the 
Health  and  Human  Services  which  would  increase  child  care  slots  at  the  Youngdeer  Head 
Start  Center. 

The  part-day  children's  program  is  6  hours  per  day,  5  days  per  week,  and  39  weeks  per 
year  at  no  charge  to  eligible  parents.  The  staff  are  fully  enployed  8  hours  per  day,  5 
days  per  week,  and  42  weeks  per  yecur. 

In  the  past,  the  Tribe  has  funded  a  10-week  sutimer  program  serving  80  children  of 
working  parents,  who  must  pay  a  set  fee  each  week.  However,  future  funding  may  be 
wiOidrawn  and  Qualla  Bourriary  Staff  and  parents  are  desperate  to  secure  full  year 
funding  to  provide  services  during  the  critical  sumner  months  when  jobs  are  available. 

we  must  secure  an  educational  future  for  our  children.  Studies  indicate  Oiat  children 
with  a  strong  Head  Start  background  are  further  advanced  and  do  better  wlien  they  reach 
elementary  school  age.  It  is  for  these  reasons,  that  we  are  asking  for  an  increase  in 
our  allocation  of  Head  Start  funds  so  we  may  serve  all  the  children  of  our  Tribe  wiio 
desperately  need  to  receive  social  interaction  skills  and  developmental  skills  to  put 
than  at  the  level  of  their  peers.  We  need  to  make  every  effort  to  insure  that  our 
childrai  have  what  they  need  to  beoane  hard  working,   self-sufficient  adults. 

OLDER  AMERICANS  P£:i  -  Congress  has  continually  expressed  its  concern  about  American 
Titans  by  passing  the  1987  Amendnents  to  the  Older  Americans  Act  (OAA).  In  Section 
602  of  Title  VI,  Congress  affirmed  that  "older  Indians,  older  Alaskan  Natives  and  older 
Native  Hawaiians  are  a  vital  resource  entitled  to  all  benefits  and  services  available. 
Further,  they  stated,  "it  is  the  purpose  of  this  title  to  promote  the  delivery  of 
supportive  services  including  nutrition  services  tliat  are  ccmparable  to  services 
provided  under  Title  III."  The  provision  of  "comparable  services,"  however,  has  never 
been  possible  due  to  insufficient  funding  for  the  entitlement. 
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Fran  generation  to  generation,  the  Cherokee  heritage,  culture  and  religious  beliefs 
have  beai  handed  down  by  our  Senior  Citizens.  Without  them,  we  would  have  lost  the 
knowledge  of  tlie  Cherokee  language,  cooking,  cincient  lore,  art,  music,  and  religious 
custcms.  Our  Tribe  operates  the  Tsali  Manor  which  receives  $88,000  in  funding  frcm  the 
Title  VI  portion  of  the  Older  Americans  Act.  Currently,  Indian  Tribes  receive  lialf  of 
tlie  authorized  amounts  set  aside  under  tlie  Act  (15  million  of  30  million).  We  serve 
1,295  Cherokee  elders  and  approximately  200  eligible  non- Indian  spouses.  Tliere  are 
another  300  additional,  non-Indian,  elders  that  we  serve  who  live  in  Cherokee  at  least 
six  months  of  the  year  and  receive  our  services.  For  them,  we  receive  $20,000  per  year 
fron  the  State  of  North  Carolina.  The  Tribe  is  left  with  the  responsibility  of 
balancing  the  budget.  Adequate  funding  should  be  provided  for  service  for  eligible, 
non- Indian  elders. 

For  years  now,  various  programs  have  been  initiated  to  provide  high  quality  medical 
care  for  the  elderly.  It  seems  appropriate  that  adequate  funding  should  be  allocated 
to  enliance  medical  care  that  would  allow  tlie  elders  to  remain  functional,  healtliy  and 
productive  members  of  their  families  cind  ccnrunities. 

Ikxjsing  and  Urban  Development  (IIUD)  statutes  preclude  many  Indian  elders  fron 
participating  in  federal  housing  assistance  programs.  Section  202  of  the  National 
Ikxising  Act  (Public  Law  86-372;73  Stat.  667;  12  U.S.C.  1701q)  assists  private  nonprofit 
corporations,,  limited  profit  sponsors,  consuner  cooperative  or  public  bodies  or 
agencies  to  provide  housing  cind  related  facilities  for  the  elderly  or  handicapped 
families.  As  part  of  the  United  States  trust  responsibility  to  American  Indians,  a 
certain  amount  of  total  funds  appropriated  for  this  program  needs  to  be  set  aside 
exclusively  for  Indian  elders.  The  Bureau  of  Indian  Affairs  uses  the  criteria  of  "55 
years  or  older"  in  defining  Indian  elderly  for  program  purposes.  In  contrast,  HUD 
housing  statues  define  the  term  "elderly  families"  to  mean  families  which  consist  of 
two  or  more  persons  and  the  head  of  v^ich  (or  spouse)  is  sixty-two  years  of  age  or 
over.  For  HUD  Indian  housing  programs,  it  would  be  less  confusing  if  age  eligibility 
were  the  same  for  two  federal  agencies.  Since  Indian  housing  program  are  specifically 
for  Indians,  it  seems  most  logic  to  adopt  BIA  eligibility  criteria.  This  change  in 
eligibility  from  62  to  55  wculd  enable  more  Indian  elders  to  participate  in  HUD  housing 
programs. 

We  are  seeing  an  increasing  nunber  of  requests  for  hone  repair  on  our  elderly  hones  - 
repairs,  as  well  as  the  need  for  handicapped  ramps  and  rails.  The  only  funding  source 
available  is  a  $2,400  grant  fron  the  NC  Division  of  Aging.  This  amount  is  woefully 
inadequate.  Existing  home  repair  programs  such  as  HIP  from  the  BIA  have  such  papervork 
and  eligibility  barriers,  that  a  new  funding  source  should  be  estaiblished  that  wojld 
result  in  funds  directly  to  the  tribes.  This  severe  winter  weather  we  have  seen  the 
past  two  years  has  had  many  elderly  people  living  in  improperly  heated  dwellings  due  to 
poor  construction  of  self-made  homes,  leaky  roofs,  frozen  and  broken  water  pipes  and 
damaged  flooring,' 

Indian  elders  should  have  access  to  various  federal  entitlement  programs  dealing  with 
Medicare,  Medicaid,  SSI  and  Veterans  Administration.  Programs  that  provide  benefits  to 
elderly  people  should  be  nandated  to  provide  more  outreach.  Our  staff  are  overwhelmed 
and  uneducated  about  eligibility  requirements,  benefits  allowed  and  application 
procedures  of  the  state,  federal  and  local  programs.  Benefit  programs  are  overv^ielmed 
by  the  number  of  clients  that  can  and  do  find  them  (most  are  long  distance)  and  do  not 
provide  outreach.  These  programs  should  expedite  and  reduce  the  ccmplexity  of  the 
application  process,  be  flexible  in  verifying  vital  statistics,  provide  an  outreach 
worker  to  assist  in  legal  services,  screen  workers  in  Indian  Country  and  strive  for 
accurate  date  for  basing  programatic  functions  and  funding  allocations. 

A  najor  problem  we  face  is  providing  effective  transportation  for  cur  elders.  Congress 
should  ensure  the  provision  of  sufficient  funds  to  acquire,  operate,  insure  and 
maintain  vdiicles  to  serve  Indian  elder  needs,  including  provisions  for  hydraulic  lifts 
to  serve  handicapped  elders.  This  year's  weather  created  severe  snow  cind  ice  storms 
and  disabled  elderly  were  without  power,  heat  and  food  for  many  days.  Our  Tribe  set  up 
emergency  shelters  and  service  through  the  Police  Department,  EMS  amd  various  other 
Tribal  organizations.  Since  these  elders  cain't  come  out  in  bad  weather,  we  desperately 
need  adequate  transportation  to  send  trained  staff  out  to  take  care  of  them  and  make 
sure  that  their  personal  and  medical  needs  are  fulfilled. 

Transportation  is  a  rajor  problem  for  the  elderly.  The  Federal  Department  of 
Transportation  must  allow  direct  funding  to  the  Tribes  for  vehicle  purcliases  and  other 
transportation  costs.  Even  with  the  new  ICTea  law,  that  allows  non-profit 
organizations  to  apply  to  NC  states  transportation  programs,  many  funding  sources  such 
as  elderly  and  handicapped  transportation  funds  such  as  elderly  and  handicapped 
transportation  funds  (EHTAP)  are  not  being  allowed  to  come  to  our  tribes  programs.  Tlie 
state  refuses  us,  based  on  the  fact  that  we  are  not  a  country  eind  our  elderly  suffer. 
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It  is  indeed  an  honor  to  welcane  our  elders  to  the  workforce  by  inplementing  the  Title 
V  Senior  Canmunity  Service  Enployment  Progreims  (SCSEP).  CCngress  should  advocate  for 
increasing  tlie  funding  for  Title  V  of  the  Older  American  Act.  Our  Tribe  has  already 
placed  9  elders  this  year  and  we  are  out  of  funds.  We  should  support  eliminating  the 
age  discrimination  against  Indian  elders  by  reducing  tlie  age  eligibility  to  55  years  of 
age  in  order  to  be  consistent  with  Department  of  Labor  cariteria  for  defining  elder 
program  participation. 

Foster  Grandparents  is  the  most  successful  intergenerational  program  we  have  ever  hcid 
on  our  reservation.  Mare  funding  is  needed  through  ACTION  and  the  age  limit  sliould  be 
lowered  to  55.  It  is  our  belief  that  the  elderly  generation  of  Tribal  members  are 
considered  to  have  the  most  wisdom,  understanding  cind  knowledge  of  our  cultural 
heritage.  Without  them,  there  wouldn't  be  a  Cherokee  Tribe.  Our  Indian  elders  are 
very  respected  by  Tribal  members  within  the  Qierc^ee  Connunities.  They  have  guided  our 
youth  of  today,  wiio  will  carry  forward  the  faith  and  envisioned  goals  of  our  elders. 
Tliey  will  strive  for  the  betterment  of  our  Cherokee  people.  Our  youth,  are  as  proud  as 
we  are,  to  say,  "I  am  an  American  Indian,  I  am  em  enrolled  member  of  the  Eastern  Band 
of  Cherokee  Indians." 

So  again,  Mr.  Chairman,  we  2u:«  expressing  sane  heartfelt  burtSens  the  Cherckee's  face 
due  to  budget  restraints  effecting  the  quality  of  education,  medical  services  cind 
eoonomic  developnent  of  the  Cherokee  Tribe.  Your  participation  in  recognizing  tribal 
sovereignty,  upholding  the  federal  trust  responsibility  and  building  a  tribal-federal 
relationship  based  on  mutual  cooperation  and  respect  vill  enhance  the  advancement  of 
our  Tribe. 

In  closing,  Mr.  Chairman  and  Distinguished  Members,  I  would  like  to  extend  my 
appreciation  to  you  for  providing  the  opportunity  for  me  to  present  this  testimony. 
The  Eastern  Band  of  Cherokee  Indians  has  enjoyed  an  extaided  and  productive 
relationship  with  Congress  and  this  Sub-Comnittee  and  we  are  extremely  grateful  for  the 
support  and  understauiding  you  have  provided  to  the  Cherokee  Tribe. 


STATEMENT  OF  THE  FEDERAL  LABOR  MANAGERS  ASSOCIATION 

Thank  you  for  the  opportunity  to  present  the  views  and 
rsccrunendations  of  the  Federal  Labor  Managers  Association  (TJJtiX)  en 
the  rY  95  budget  request  cf  the  Departme.nt  of  Labor. 

Mr.  Chair-nan,  I  aa  Glenn  A.  Fiferst,  President  cf  the  Federal 
Labor  Managers  Asscciaticn,  a  chapter  of  the  Federal  Managers 
.--sscciaticn,  cur  national  organization  located  in  Washington,  c'.  C. 
C-r  asscciation  represents  three-hundred  fifty  menihers  and  all  cf  ■ths 
-.anagsrs  vithin  the  Depart-sr.t  cf  Labcr  in  field  offices  arcund  the 
c~~~-r-/  and  the  national  office  in  't-.-ashingtcn,  D.  C.  Thess 
-— — -"'"---als  manage  and  sup6r".'ise  a  wide  range  cf  front-line  cp6ra~icns 
'"'-~'~L~  the  Departasnt,  including  the  enforcsnent  cf  Federal  lavs 
9=:v£rning  the  fair  and  timely  payment  cf  compensation,  the  protection 
cf  mine  and  work  place  health  and  safety,  enforcement  cf  affirmative 
s.'ziiLzr.,  the  assurance  of  pension  fund  protection,  and  the  prcmcticn 
cf  apprenticeship  cppcrtunities . 

Summary  cf  FLMA's  Recommendations 

FLIL^.  has  had  a  relatively  short  perird  of  tiwe  to  review  the  r  i95 
DCL  budget  request.   The  comments  made  en  the  budget 
recresent   the  incut  cf  cur  board  members  frca  the  various  aaei-.c-i  <='^ . 

Enforcement  Agencies 

The  Secretary  cf  Labcr  has  ordered  that  the  Departmen-'s 
enforcement  agencies  "target  the  worst  actors"  to  properly  aid  such 
vulnerable  pop'ulations  as  children,  the  elderly,  women,  minorities  and 
low  wage  workers.  This  testimony  will  provide  a  brief  synopsis  and 
anecdotal  information  as  to  how  each  of  the  _  enforcement  agencies 
represented  by  our  association  is  functioning  in  light  of  current 
resources. 
ESA  -  Wage  ajid  Eoux  Division 

The  Wage  and  Hour  Division  has  been  in  a  basic  hiring  "freeze" 
since  1990,  well  over  three  years.  With  its  investigator  staff  at 
several  hundred  below  its  historical  level,  the  Division  has  begun 
imclementation  and  enforcement  of  -the  Family  and  Medical  Leave  Act: 
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(rMIA).  Along  with  the  drafting-'of  regulations  and  initiation  of 
er.f  =  rcsr'.snt  activities  in  1993,  the  Division  handled  over  46,000  rlCLA 
phcr.s  calls  frcn  June  rhrcugh  September.  No  additional  resources  had 
hesr.  rrcvided  tc  the  Wage  ar.d  Hour  Division  to  enforce  FMLA,  not  less 
P-'V-da  ~he  trsr. er.dous  educational  outreach  and  technical  assistance 
-eg"uir  =  d  which  is  ccn-inuing  unabated  tc  this  day.  Even  without  -'-  = 
TliZSi.  inquiries,  the  Division,  in  many  field  locations,  has  managers 
and  investigators  rather  than  support  staff  answering  the  ever 
increasing  number  of  calls  from  employees  and  employers  who  file 
complaints  and  demand  updated  laboi;  standard  information.  Dedication 
cannot  type  and  loyalty  cannot  conduct  an  investigation. 
Occupational  Safety  and  Health.  Administration 

The  Occupational  Safety  and  Health  Administration  (OSKA) ,  with 
work  place  injuries  reaching  to  the  highest  level  in  more  than  a 
decade  in  1993,  is  not  only  being  asked  to  administer  a  probable  new 
comprehensive  safety  and  health  bill,  but  to  also  cite  employers  that 
fail  to  adequately  protect  workers  from  acts  of  criminal  violence  in 
the  work  place.  The  Secretary  has  also  placed  added  emphasis  on  toxic 

i:r'i      .  .         \i'i  •:  .' 

The  Administration  has  recognized  OSKA's  workload  and  has 
requested  a  substantial  increase  in  personnel  for  front  line 
enforcement,  OSHA  Reform  and  Reinvention.   FI_KA  hopes  that  Congress 
carries  through  with  this  request  and  eliminate  the  drifting 

pattern  which  has  been  evident  in  OSKA  the  past  several  years. 

ESA  —  Office  of  Federal  Contract  Compllaxice  ProgxaLms 

The  staffing  and  performance  measures  have  dropped  dranaticallv 
fcr  this  agency  ever  the  past  several  years.  Assuming  that  Concress 
views  orcc? ' s  enforcement  efforts  as  essential,  ie;  that  Federal 
contractors  he  required  tc  adhere  to  the  ncn-discrimir.ation  and 
affimativs  action  provisions  of  their  contracts,  then  the  decline  in 
staffing  n^ust  hs  ter.persd  in  crdsr  that  the  agency  can  again  he 
effective.  The  Adininistraticn  has  stated  that  this  agency  has  heg-un 
to  ge-  "hack  in  notion"  and  will  be  a  "canter  fcr  lots  cf  ac-ivi-v  in 
years  to  come" .  Hopefully  Congress  will  approve  the  Adsinistra" ions 
req-uest  for  slight  increases  in  staffing,  equipment  and  travel  for 
this  beleaguered  agency  which  will  allow  them  to  accor.plish  their 
mission. 

Pension  and  Welfare  Benefits  Adiainistration 

This  agency  which  has  the  basic  function  of  insuring  compliance 
with  the  fiduciary  provisions  of  Employment  Retirement  Incor.e  Sscuriry 
Act  of  1S74,  has  see  its  employment  ceiling  gradually  fall  each  year 
since  1980  in  spite  of  an  increased  workload  in  both  the  civil  and 
criminal  programs .  The  Adsiinistration  has  shown  a  recognition  cf  this 
agency's  increasing  work  load  by  requesting  additional  funding  for 
staff  and  equipment.  Congress  should  also  be  extremely  concerned 
about  the  protection  of  pension  rights  in  today's  business  climate  and 
approve  this  request. 

Office  of  the  Americaji  VTorJcplace 
Office  of  LaJDor-  Management  Standards 

This  agency  sssms  misplace  within  its  current  organizational 
arrangement.  OILMS,  an  agency  which  basically  investigates  criminal 
activity,  needs  sufficient  staffing  and'  equipment  in  order  that  it  may 
act  promptly  on  basic  enforcement  responsibilities  without  advsrselv 
affecting  its  current  complaint  backlog. 

Mine  Safety  and  Health  Adninistration 

This  agency  has  a  continuing  need  to  equip  their  inspection  fores 
^••"i-h  updated,  s-ata  cf  the  art  equipment  including  dust  sar. pling  puir.pt 
and  noise  decine-ers,  as  exanples.  The  use  cf  aging  equipr.ent  has  cut 
i~-spectors  at  a  disadvantage  when  investigating  private  indus-  — 
employers.  These  employers,  in  many  instances,  have  better  equipnen". 
than  MSHA.    The  Administration  is  applauded  for  requesting  mor- 
resources  to  address  the  safety  problems  at  small  and  contrac-cr 
operated  mines.   As  is  the  experience  in  other  enforcement  agencies 
i^  is  usually  the  small,  under  capitalized  employer  who  will  atter.p 
to  skirt  the  legal  wage  cr  safety  areas  of  their  work  place. 


653 


This  closes  the  summation  of  the  budget  requests  for  the  enforcement 
side  of  the  Department.  As  the  Department  of  Labor  has  becrun  to  make 
itself  a  high  performance  work,  place,  we  would  hope  to  convince  the 
public  sector  to  do  the  saaie  through  our  presence.  FLMA  feels  that 
if  Congress  is  being  asked  to  fund  100,000  policemen  for  the  streets 
outside  the  work  place,  then  surely  the  maintenance  of  enforcement 
levels  for  these  agencies  attempting  to  maintain  a  national  standard 
of  ncrmalcy  i.-.side  the  work  place  is  not  too  much  to  ask.  The 
Ccr.grass,  ir.  this  instance,  should  be  less  inipressed  with  "savincs" 
c.-i  the  budget  Isdger  and  ncrs  aggressively  pushing  agency  priorities 
that  prctec-  the  American  worker.  Congress  should  insist  tha-  -he 
working  ccnditicr.s  earned  by  cur  work  force  ever  the  oast  cenrur*^-  be 
maintained. 

Employment  Training  Administration 
Bureau  of  Apprenticeship  and  Training 

This  agency  wants  the  Administration  to  know  that  they  are  still 
in  business.  with  a  national  staffing  infrastructure  of  130  offices 
throughout  the  United  States,  a  cadre  cf  experience  apprenticeshio 
training  technicians  stand  ready  to  perform  an  even  larger  role  for 
this  Adminis-ration  and  the  Department  of  Labor.  In  1994,  the  need 
for  quality  apprenticeship  programs  remains  strong.  Modern 
apprenticeship  programs  place  qualified  applicants  in  training 
programs  for  high-demand  occupations,  to  the  mutual  benefit  of 
employers  and  employees. 

The  retention  of  America's  leadership  in  research  and  developnent 
and  economic  growth  will  not  be  achieved  without  the  aid  of 
apprenticeship  training  and  other  productive  educational  programs. 
The  current  BA.T  staff  simply  need  to  become  more  of  an  integral  part 
of  the  Department's  training  picture.  Under  the  Administration's 
First  Jobs  concept,  what  better  way  would  there  be  to  ease  the 
transition  from  school-to-work,  gain  experience  and  move  into  a  high 
paid  job  than  through  BAT ' s  apprenticeship  program?  The  Department 
must  give  BAT  a  much  deserved  higher  profile  in  the  agencies  long  term 
training  policy. 

VJe  hope  the  Subcommittee  has  benefitted  from  this  insight,  in 
reaching  the  difficult  decisions  it  ultimately  must  make  in  funding 
and  prccran  priorities. 

In  conclusion,  Mr.  Chairman,  we  are  requesting  that  your 
Subccmnitzee  continue  to  beware  of  the  trener.dous  respcnsibilizies 
^vhich  have  been  manda-ed  to  the  enforcement  side  of  ths  Decarzraen'::  and 
the  enormous  potential  of  the  apprenticeship  agency  to  assis'C  the 
American  worker.  Let  us  hope  that  this  upturn  in  resources  is  the 
beginning  of  something  better. 


STATEMENT  OF  THE  FEDERATION  OF  BEHAVIORAL, 
PSYCHOLOGICAL  AND  COGNITIVE  SCIENCES 

Mr.  Chairman,  members  of  the  Subcommittee.  I  am  testifying  on  behalf  of 
seventeen  scientific  societies  that  make  ud  the  Federation  of  Behavioral,  Psychological 
and  Cognitive  Sciences.    I  want  to  comment  on  the  appropnation  requests  for 
research  through  the  Office  of  Educational  Research  and  Improvement  at  the 
Depanment  of  Education,  as  well  as  the  requests  for  the  National  Institutes  of  Health 
and  the  Substance  Abuse  and  Mental  Health  Services  Administration. 

Once  again,  the  appropriations  process  has  begun  without  the  Office  of 
Educational  Research  and  Improvement  having  an  authorization.    I  would  urge  that 
the  Subcommittee  not  allow  this  to  be  an  obstacle  to  considering  the  President's 
request  since  passage  of  the  authonzation  by  the  Senate  took  place  yesterday,  and 
the  bill  is  likely  to  go  to  conference  and  then  be  signed  into  law  shortly.   The 
administration  has  requested  the  elimination  of  hundreds  of  programs  in  the  FY95 
budget,  but  educational  research  and  educational  improvement  are  nghtfully 
considered  high  enough  priorities  that  $10  million  new  dollars  are  requested  to  raise 
funding  from  $77  to  $88  million.    The  additional  $10  million  is  slated  for  five  targeted 
areas  meaning  that  other  research  programs  at  OERI  are  frozen  at  their  FY94  levels. 
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While  we  are  concerned  about  the  stress  that  the  freeze  will  place  on  many  research 
and  improvement  programs,  we  do  support  the  funding  pnonties  identified  in  the 
Presidents  budget. 

Under  his  plan  $2  million  additional  dollars  would  go  to  research  to  help 
children  at  risk.  This  money  would  be  added  to  the  $2  million  that  became  available 
when  the  Center  for  Research  on  Education  of  the  Disadvantaged  completed  its 
funding  cycle.   The  total  will  be  used  to  compete  a  new  center  on  education  of 
children  at  risk.   Our  national  problem  is  that  so  many  students  are  at  risk  of  academic 
failure.    The  administration's  decision  to  place  substantial  funding  in  addressing  this 
core  concern  represents  a  well-targeted  use  of  resources. 

Field-initiated  research  support  would  rise  from  $958,000  to  $5  million.   Our 
scientists  have  long  felt  that  it  is  terribly  short  sighted  for  the  Department  of  Education 
to  spend  less  than  one  million  dollars  on  non-targeted  educational  research  when  the 
need  to  improve  education  is  so  great.   So  this  requested  rise  in  funding  is  a  welcome 
first  step  in  raising  funding  to  a  credible  level.    It  should  be  noted,  however,  that  unlike 
the  past  when  the  Department  did  not  constrain  field-initiated  research  to 
predetermined  target  areas,  the  administration  intends  to  focus  the  research  on  the 
five  pnohty  areas  identified  by  the  OERI  authorization:   Curriculum,  achievement  of 
historically  underserved  populations;  early  childhood  development;  educational 
governance;  and  adult  education.   This  means  that  in  the  future  field-initiated 
educational  research  will  not  be  entirely  field-initiated.   The  areas  of  concentration 
appear  broad  enough  to  accommodate  a  wide  range  of  research,  but  if  the  chosen 
categories  appear  to  be  stopping  rather  than  facilitating  useful  research,  we  believe 
the  constraints  now  being  placed  on  the  research  should  be  reexamined  and  modified. 

The  regional  labs  are  charged  with  seeing  that  advances  from  research  are 
made  available  to  teachers.   These  labs  would  receive  an  additional  $1.3  million.    No 
educational  reform  has  a  chance  unless  teachers  are  full  participants.   The  regional 
labs  help  make  possible  meaningful  participation  of  teachers  in  school  improvement, 
and  this  augmentation  of  regional  lab  support  will  help  give  teachers  the  tools  they 
need  to  implement  improvements. 

The  mam  repository  for  information  about  ways  to  improve  education  is  the 
ERIC  system.   As  plans  go  forward  to  put  teachers  on  the  information  superhighway, 
ERIC  will  grow  in  utility  and  importance.    The  administration  asks  $2  million  additional 
dollars  to  improve  ERIC.    The  remaining  $658,000  is  to  go  to  an  activity  that  is  often 
neglected:   research  planning  and  synthesis  of  knowledge  derived  from  research.    In 
this  prolonged  era  of  severely  restrained  budgets,  using  resources  economically 
becomes  essential.    Research  planning  and  synthesis  will  allow  OERI  to  spend 
research  and  educational  improvement  dollars  most  effectively.   We  urge  the 
Subcommittee  to  approve  the  full  request  for  educational  research  and  improvement. 

Let  me  turn  now  to  the  appropriation  request  for  the  National  Institutes  of 
Health.   Again,  recognizing  the  reality  of  the  budget  freeze,  the  fact  that  the  President 
has  asked  for  a  4.7%  rise  in  the  overall  NIH  budget  demonstrates  the  justifiably  high 
priority  that  the  administration  places  on  research  that  leads  to  better  health  for  the 
citizens  of  the  country. 

Control  of  the  cost  of  health  care  is  a  national  priority.   A  major  factor  in  the 
formula  that  yields  reduced  health  costs  is  human  behavior.   An  important  way  to  save 
health  care  costs  related  to  AIDS,  for  example,  is  not  to  become  infected  with  the  HIV 
virus.   A  major  way  to  avoid  costs  associated  with  heart  disease  is  not  to  have  heart 
disease.   A  major  way  to  avoid  costs  associated  with  lung  cancer  is  not  to  engage  in 
the  behavior-namely  smoking-that  is  most  closely  associated  with  that  cancer.   But 
the  behaviors  that  lead  to  these  diseases  are  not  simple  to  alter  in  part  because  they 
are  often  products  of  our  most  basic  and  powerful  human  dnves,  the  drives  that  under 
normal  circumstances  help  us  preserve  our  own  lives  and  perpetuate  our  species.    It 
is  also  significant  that  behaviors  based  on  these  drives  are  often  rewarded  instantly, 
but  the  onset  of  disease  is  generally  separated  by  years  from  the  actions  that  caused 
the  disease.   A  significant  portion  of  the  behavioral  and  social  science  research 
portfolio  of  the  NIH  institutes  is  aimed  at  producing  the  scientific  knowledge  that  will 
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permit  effective  and  lasting  befiavior  cfiange  in  several  areas  cnlical  to  diseuse 
prevention  and  health  promotion. 

This  administration  speaks  of  investing  tax  dollars  in  activities  that  are  likely  to 
have  a  pay  off.    In  terms  of  both  lives  and  money  saved  in  the  near  and  the  long  term, 
investment  in  behavioral  research  is  a  sound  choice.    It  is  not  just  a  stopgap 
investment,  something  to  do  until  a  cure  is  discovered.    Senous  application  ol  the 
results  of  behavioral  and  social  science  research  can  be  cures  in  themselves.    Serious 
support  ol  behavioral  and  social  science  is  the  key  to  ending  the  country's  most 
serious  health  threats  including  AIDS,  heart  disease,  and  lung  cancer.   Such  research 
also  holds  the  key  to  reducing  health  risks  from  violence,  the  social  disease  that  is 
among  the  gravest  of  concerns  for  the  citizens  of  our  country.    More  jails,  more  police 
with  more  weapons,  and  longer  sentences  for  criminals  are  measures  that  are  unlikely 
to  make  this  problem  go  away.    It  is  time  to  treat  violence  as  a  preventable  health 
problem.    NIH  is  the  proper  place  to  address  the  disease  of  violence,  and  behavioral 
and  social  science  research  must  be  central  to  the  effort  to  cure  the  disease.   We 
urge  the  Subcommittee  to  fully  support  the  requested  increases  for  the  National 
Institutes  of  Health. 

We  have  a  particular  concern  that  we  wish  to  bring  to  the  Subcommittee's 
attention.   The  Office  of  Behavioral  and  Social  Science  Research,  authorized  by 
Congress  last  year,  is  an  important  way  to  assure  that  funds  spent  on  behavioral  and 
social  science  research  are  well  coordinated  across  NIH  and  to  see  that  such 
expenditures  yield  the  greatest  return  to  taxpayers.   Congress  had  asked  that  the 
office  report  on  the  state  of  behavioral  and  social  science  research  at  NIH  by  February 
1  of  this  year.    It  will  be  difficult  for  the  office  to  produce  the  mandated  report  because, 
as  yet,  there  is  no  Office  of  Behavioral  and  Social  Science  Research.   We  urge  the 
Subcommittee  to  make  clear  to  the  Director  of  NIH  that  the  pace  of  development  of 
this  office  needs  to  pick  up  by  seeing  that  $5  million  of  the  increase  slated  for  the 
Director's  office  be  devoted  to  the  Office  of  Behavioral  and  Social  Science  Research. 

Despite  slow  movement  on  the  office,  the  administration  appears  to  have 
recognized  the  value  of  such  research  since  the  institutes  that  support  behavioral  and 
social  science  research  are  slated  along  with  the  other  institutes  for  increases  that 
either  slightly  dampen  the  impact  of  inflation  or  provide  for  modest  increases  above 
inflation.    Looking  across  the  whole  of  NIH,  it  is  clear  that  the  President  has  proposed 
an  essentially  steady-state  budget,  one  whose  growth  rate  is  less  than  one  percent 
above  projected  inflation.   Other  agencies  and  programs  have  been  less  fortunate,  so 
it  is  unrealistic  to  ask  the  Subcommittee  to  consider  more  substantial  increases  for 
NIH.   But  a  steady-state  budget  is  not  without  costs.   As  has  often  been  mentioned  to 
this  Subcommittee,  the  grant  success  rate  across  most  NIH  institutes  is  far  below  the 
30%  rate  that  has  long  been  considered  optimal  for  attracting  the  best  proposals  and 
for  sustaining  the  number  of  researchers  needed  to  keep  all  the  life  sciences  strong. 
The  Ad  Hoc  Group  for  fvledical  Research  Funding  has  estimated  that  to  meet  the  30% 
funding  goal,  an  increase  of  9%  would  be  necessary  in  NIH's  current  services  budget. 
1  believe  the  Ad  Hoc  Group  has  or  will  discuss  its  proposal  before  the  Subcommittee. 
We  hope  that  the  Subcommittee  will  examine  the  Ad  Hoc  Group's  statement  closely, 
since  it  helps  to  make  clear  the  cost  of  a  steady-state  health  research  budget. 

Let  me  turn  finally  to  the  Substance  Abuse  and  Mental  Health  Services 
Administration.   When  ADAMHA  was  eliminated  and  research  was  separated  from 
substance  abuse  and  mental  health  services,  it  was  expected  that  the  reorganization 
would  help  both  research  and  services  prosper.   That  expectation  has  not  yet  been 
fulfilled.   The  research  institutes  of  the  former  ADAMHA  have  prospered  at  NIH,  but 
good  research  should  translate  into  effective  services.   Unfortunately,  SAMHSA  has 
not  received  the  attention  it  needs  to  become  a  strong  agency.    Difficulties  in  bringing 
permanent  personnel  into  key  leadership  positions,  and  the  lack  of  clear  purpose  that 
has  resulted  have  kept  SAMHSA  from  developing.   The  Clinton  administration  has 
asked  for  a  137o  increase  for  SAMHSA.   Robust  funding  is  one  element  in  the  effort  to 
make  SAMHSA  strong,  but  it  is  only  one  element.   We  urge  both  the  relevant 
appropriating  and  authorizing  subcommittees  to  examine  all  of  SAMHSA's  needs 
closely.       With  Congress's  help,  SAMHSA  may  yet  become  the  means  by  which 
good  research  can  be  translated  into  effective  services. 

I  thank  the  Subcommittee  for  this  opportunity  to  present  our  views. 
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STATEMENT  OF  THE  HUNINGTON'S  DISEASE  SOCIETY  OF 

AMERICA 

MR.  CHAIRMAN:  Thank  you  for  giving  me  the  opportunity  to  submit 
this  testimony.  I  am  writing  to  plead  for  funding  for  the  National 
Institute  of  Neurological  Disorders  and  Stroke  fNINDS)  ,,  of  the 
National  Institute  of  Health.  I  am  writing  on  behalf  of  the 
Washington  Metropolitan  Chapter  of  the  Huntington's  Disease  Society 
of  America  and  on  behalf  of  Huntington's  Disease  patients  and 
families  throughout  the  United  States.  It  is  important  to  us  to 
find  a  solution  to  the  disease  that  confronts  us. 

LAST  MARCH,  RESEARCHER'S  ANNOUNCED  THAT,  AFTER  A  10- YEAR  SEARCH, 
THEY  HAD  IDENTIFIED  THE  ELUSIVE  GENE  THAT  CAUSES  HUNTINGTON'S 
DISEASE,  A  FATAL  BRAIN  DISORDER.  NINDS  provided  most  of  the 
funding  for  this  search. 

In  its  1977  report  to  Congress,  the  federal  Commission  for  the 
Control  of  Huntington's  Disease  and  Its  Consequences  stated:  "The 
fear  of  losing  one's  mind  and  the  fear  of  losing  control  over  one's 
body  are  among  the  most  profound  fears  known  to  mankind.  Both 
losses  occur  in  Huntington's  Disease,  a  hereditary  and  terminal 
brain  disorder  which  begins  insidiously  usually  in  middle  age." 
Huntington's  has  no  known  cure.  Having  Huntington's  Disease  is  a 
slow,  torturous  death  sentence.  The  disease  gradually  destroys  a 
person's  ability  to  walk,  talk,  swallow,  and  reason. 

About  25,000  Americans  have  Huntington's  Disease,  according  to  the 
National  Institutes  of  Health,  and  another  100,000  more  are  at 
risk.  Symptoms  of  Huntington's  have  first  appeared  in  children  as 
young  as  two  and  in  adults  as  old  as  80,  but  the  most  common  onset 
is  between  35  and  45.  By  that  time,  those  affected  have  frequently 
had  children  and  passed  the  gene  on  to  another  generation. 

My  husband's  mother  had  Huntington's  Disease,  but  for  many  years  we 
did  not  know  what  was  wrong  with  her.  Her  behavior  was  always 
considered  quite  peculiar  in  an  embarrassing  sort  of  way — slurring 
words,  waving  her  arms  around,  walking  unsteadily,  as  though  she 
were  drunk  in  public  and  private!  After  setting  fire  to  a  chair  at 
home,  she  was  sent  to  a  mental  institution  at  age  45.  My  mother- 
in-law  was  institutionalized  for  sixteen  16  years  as  she  slowly 
deteriorated,  unable  to  care  for  herself,  before  she  died, 
bedridden,  of  pneumonia.  At  the  time  of  death  she  weighed  85 
pounds,  her  body  wasted  away  from  years  of  constant  uncontrollable 
motion.  All  those  years  we  had  felt  so  helpless  not  to  be  able  to 
do  anything  for  her. 

Shortly  before  my  mother-in-law  was  institutionalized,  she  had  been 
diagnosed  with  Huntington's  Disease.  This  diagnosis  was  kept  from 
us  by  my  husband's  father  and  all  medical  personnel  involved, 
including  a  life-long  family  doctor,  who  lived  next-door  to  my 
parents  for  many  years.  We  just  thought  my  mother-in-law  never 
recovered  from  a  stroke.  At  the  time  of  my  mother-in-law's 
diagnosis,  my  husband  and  I  had  one  child.  We  proceeded  to  have 
three  more  children.  When  we  discovered  the  truth  six  years  later, 
my  anger  at  my  father-in-law  and  those  irresponsible  physicians 
knew  no  bounds.  Who  were  they  to  make  such  thoughtless  decisions 
for  other  people?  Each  of  our  children  has  a  50/50  chance  of 
developing  Huntington's  Disease.  The  gene  is  dominant;  it  takes 
only  one  to  express  itself  in  the  disease. 

The  gene  was  passed  from  my  mother-in-law  to  my  husband,  and  he  too 
had  Huntington's  Disease.  He  was  a  U.S.  Naval  Academy  graduate, 
had  a  successful  twenty-year  career  as  a  naval  officer,  and  sixteen 
subsequent  years  with  a  prominent  civilian  industrial  company. 
Fortunately  for  all  of  us  in  our  family,  he  was  diagnosed  later  in 
life,  at  age  56.  However,  personality  changes  and  minor  movements 
preceded  his  diagnosis  by  ten  years  or  more.   But,  by  the  time  he 
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was  diagnosed  and  unable  to  work,  he  was  able  to  retire.  Having 
watched  his  mother  over  the  years  gradually  lose  all  functions,  and 
filled  with  dread  at  the  prospect,  my  husband  chose  another  path. 
He  chose  to  take  his  own  life  three  years  after  he  was  diagnosed 
with  Huntington's  Disease.  There  is  a  high  suicide  rate  among 
Huntington's  Disease  patients  and  those  at  risk.  Some  authorities 
estimate  it  is  seven  times  the  national  suicide  rate.  No  matter 
how  rational  or  generous  or  even  noble  suicide  may  seem  under  such 
circumstances,  the  devastating  effect  on  the  family  can  hardly  be 
expressed. 

Now  one  of  my  children,  a  daughter  age  36,  is  showing  early 
symptoms  of  HD.  She  has  lost  two  jobs  in  the  last  year  and  is 
currently  unemployed.  With  no  job  and  no  prospects,  and  therefore 
no  money,  no  health  insurance  -  lost  with  her  job  -  and  no  long- 
term  care  insurance;  she  faces  a  future  of  physical,  emotional,  and 
financial  disaster.  Also  drawn  into  this  maelstrom  are  my 
daughter's  partner,  who  counts  on  her  for  emotional  and  partial 
financial  support,  and  the  rest  of  us  in  the  family,  who  must  pick 
up  the  pieces.  And  of  course,  three  other  children  and  one 
grandchild  remain  at  risk  for  the  disease. 

Now  that  the  HD  gene  has  been  discovered,  a  cure,  perhaps  gene 
therapy,  is  a  distinct  possibility,  but  only  with  continued 
research  money.  Not  only  would  a  cure  deliver  families  such  as 
mine  from  the  terrible  situation  we  find  ourselves  in,  it  would 
also  save  a  great  deal  of  tax  money  that  will  inevitably  be 
required  to  care  for  patients  who  develop  the  disease. 

I  beg  you  to  require  and  provide  health  insurance  for  everyone. 

I  beg  your  to  take  a  different  view  of  long-term  care  insurance. 
Long-term  care  for  the  elderly  is  a  minute  in  time  compared  to  the 
care  required  by  people  who  face  a  long  life  with  chronic 
debilitating  diseases  and  who  are  NEVER  going  to  get  better. 

Most  of  all.  I  beg  you  to  fund  NINDS  at  $938.000,000  for  fiscal 
year  1995.  This  is  the  level  requested  in  their  plan  to  address 
the  Decade  of  the  Brain  Objectives,  treatment  or  cure  for  a  variety 
of  neurological  diseases.  The  President  signed  the  Decade  of  the 
Brain  Resolution,  passed  by  Congress  to  establish  these  objectives, 
in  1990. 


STATEMENT  OF  THE  HUMANE  SOCIETY  FOR  THE  UNITED  STATES 

Mr.  Chairman,  on  behalf  of  the  American  Humane  Association 
(AHA) ,  The  Humane  Society  of  the  United  States  (HSUS) ,  and  the 
Massachusetts  Society  for  the  Prevention  of  Cruelty  to  Animals 
(MSPCA) ,  I  appreciate  the  opportunity  to  submit  this  testimony  on 
the  FY95  appropriation  for  the  National  Institutes  of  Health's 
National  Institute  of  Environmental  Health  Sciences  (NIEHS) .  The 
AHA,  HSUS,  and  MSPCA  are  three  of  the  nation's  largest  animal 
protection  organizations,  with  a  combined  membership  of  over  three 
million  individuals. 

We  commend  the  NIEHS  for  its  recent  initiatives  to  support  the 
development  and  validation  of  alternatives  to  animal  testing.  We 
welcome  the  agency's  commitment  to  the  pursuit  of  alternatives  as 
evidenced  by  its  new  publication  on  the  subject',  by  its  favorable 
coverage  of  developments  on  the  subject  in  its  journal^,  and  by  its 


^NIEHS    and    the    Use    of    Alternative    Methods    in    Toxicological 
Research   and  Testing    (brochure),  NIEHS,  November  1993. 

^Toxicity  Tests  in  Animals:     Alternative  Models,    Environmental 
Health  Perspectives,  volume  101  (Sept.  1993),  pages  288-291. 
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financial  support  for,  and  participation  in,  several  major  meetings 
and  workshops  on  alternatives. 

We  recognize  that  the  NIEHS  is  operating  in  an  era  of 
budgetary  constraints  and  competing  priorities.  However,  we  note 
that  the  NIH  Reauthorization  Act  of  1993  calls  upon  the  NIEHS  to 
significantly  expand  its  role  in  the  area  of  alternative  test 
methods  (see  below) ,  methods  which  are  often  significantly  less 
expensive  than  traditional  testing  procedures.  Therefore,  we 
request  that  the  Subcommittee  urge  the  NIEHS  to  continue  to  develop 
its  alternative  programs,  and  in  particular,  direct  the  NIEHS  to: 

a)  provide  support  and  encouragement  for  the  development  and 
validation  of  alternative  tests  for  both  chronic  and  acute  toxicity 
testing'; 

b)  support  the  development  of  a  leadership/co-ordination  role 
on  alternative  test  development  and  validation  with  the  federal 
funding  and  regulatory  agencies; 

c)  support  investigator-initiated  (ROl)  extramural  projects 
that  seek  to  develop  and  validate  new  alternative  test  technology; 
and 

d)  support  the  development  and  marketing  of  alternative  tests 
via  the  Small  Business  grants  program. 

These  recommendations  were  developed  in  consultation  with 
scientists  and  administrators  in  industry  and  academia. 

These  initiatives  would  help  the  NIEHS  satisfy  several 
provisions  in  the  NIH  Revitalization  Act.  This  Act  states  in  part: 

(a)  There  is  established  within  the  Institute  [NIEHS]  a 
program  for  conducting  applied  research  and  testing  regarding 
toxicology,  which  program  shall  be  known  as  the  Applied 
Toxicological  Research  and  Testing  Program.  (b)  In  carrying 
out  [this  program] ,  the  Director  of  the  Institute  shall,  with 
respect    to   toxicology,    carry  out   activities — ... 

(3)  to  develop  and  validate  assays  and  protocols,  including 
alternative  methods  that  can  reduce  or  eliminate  the  use  of 
animals  in  acute  or  chronic  safety  testing; 

(4)  to  establish  criteria  for  the  validation  and  regulatory 
acceptance  of  alternative  testing  and  to  recommend  a  process 
through  which  scientifically  validated  alternative  methods  can 
be  accepted  for  regulatory  use; 

(5)  to  communicate  the  results  of  research  to  government 
agencies,  to  medical,  scientific,  and  regulatory  communities, 
and  to  the  public;   and 

(6)  to  integrate  related  activities  of  the  Department  of 
Health   and  Human   Services.       (Title  XIII,  §  1301) 

In  addition  to  enacting  these  provisions,  the  Congress  has 
also  been  supportive  of  alternative  methods  through  the  work  of 
this  Subcommittee  and  its  counterpart  in  the  House.  We  have  been 
particularly  pleased  with  the  receptivity  of  members  of  the  Senate 
Appropriations  Committee  who,  for  the  last  three  years,  have 
recognized  the  importance  of  developing  better  toxicity  tests  and, 
in  two  of  the  last  three  years,  have  approved  additional  funds  to 
further  this  activity. 


'These  alternative  methods  include  "in  vitro"  techniques, 
computer  models,  microorganisms  and  other  nonsentient  organisms, 
chemical  methods,  and  other  techniques.  See  the  Office  of 
Technology  Assessment's  report  Alternatives  to  Animal  Use  in 
Research,  Testing,  and  Education,  (Government  Printing  Office, 
Washington,  D.C.,  February,  1986). 
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Private  industry  is  hesitant  to  pursue  alternative  test 
methods  to  their  full  potential  without  the  involvement  and 
imprimatur  of  the  federal  government,  which  regulates  the  safety  of 


Mr.   Chairman,   thank  you  for  the  opportunity  to  submit 
3!f*i3!"°"X^  i"  ^"PP?f^  °^  1^^^^^^   federal  involvement  in  the  search 

lemicals. 
sues. 


J  ^..  ^^^i — ^4.  „  v^i  yjicaucj.  ieutJidi.  involvement  in  tht 

for  more  humane  methods  of  testing  potentially  dangerous  cht 
We  look  forward  to  working  with  you  on  this  and  other  issi 


STATEMENT  OF  IMREG  INC. 

I  would  like  to  thank  Chairman  Harkin  and  the  other  Members  of  this  Subcommittee  for 
the  opportunity  to  submit  testimony  today. 

My  name  is  Dr.  A.  Arthur  Gottlieb.  I  am  and  have  been  Chairman  of  the  Department 
of  Microbiology/Immunology  and  Professor  of  Medicine  at  the  Tulane  University  School  of 
Medicine  in  New  Orleans  for  19  years.  I  am  also  the  CEO  and  Scientific  Director  of  Imreg 
Inc.,  a  New  Orleans  based  biotechnology  company  which  is  developing  therapeutics  that  affect 
the  human  immune  system.  I  welcome  the  opportunity  to  present  the  following  views 
concerning  development  of  therapeutics  for  HIV  disease/ AIDS.  Our  particular  situation  warrants 
your  attention  and  concern,  because  a  potentially  useful  therapeutic  for  HIV  is  in  danger  of  not 
being  developed,  owing  to  the  lack  of  financial  resources.  This  raises  important  questions 
concerning  the  priorities  of  the  federal  effort,  to  date,  in  HIV/ AIDS  research  and  specific  policy 
issues  about  how  our  particular  situation  has  been  handled. 

In  the  late  1970's,  my  colleagues  and  I  had  discovered  that  the  white  blood  cells  of 
healthy  individuals  contained  substances  which  had  the  ability  to  enhance  the  immune  response 
to  antigens  (foreign  substances).  The  particular  part  of  the  immune  system  that  was  amplified 
was  the  important  branch  known  as  the  cell-mediated  immune  system.  It  is  this  system  that  is 
damaged  in  HIV  disease  and  AIDS.  In  other  words,  we  discovered  natural  substances  which 
can  enhance  the  part  of  the  immune  system  that  AIDS  attacks  and  destroys. 

Our  company,  Imreg  Inc.,  was  established  in  1981  to  pursue  these  important  research 
findings.  In  time,  IMREG-l  was  discovered,  with  the  ability  to  enhance  an  immunologic 
reaction  known  as  delayed-type  hypersensitivity  (DTH).  This  occurs  when  certain  antigens 
(foreign  substance)  to  which  an  individual  has  been  previously  exposed  is  injected  under  the 
skin.  Delayed  type  hypersensitivity  is  a  direct  indication  of  the  function  of  the  cell-mediated 
immune  system.  Impairment  of  cell-medicated  immune  function  is  a  central  feature  of  HIV 
disease  and  AIDS.  In  layman's  terms,  IMREG-l  strengthens  the  immune  system,  which,  of 
course,  could  be  beneficial  in  the  treatment  of  HIV  disease. 

IMREG-l  has  been  tested  in  an  initial  controlled  clinical  trial  in  patients  with  advanced 
HIV  disease.  These  patients  had  not  reached  the  stage  of  AIDS  but  had  immune  systems  that 
had  failed  as  demonstrated  by  their  inability  to  mount  a  DTH  immune  response.  As  we  reported 
in  the  critically  peer-reviewed  journal.  Annals  of  Internal  Medicine  115  84-92  (July  15,  1991), 
IMREG-l  slowed  the  progression  to  AIDS  in  patients  as  compared  to  placebo.  In  addition, 
patients  who  received  IMREG-l  displayed  functional  immunologic  improvement,  as  measured 
by  their  regaining  the  ability  to  mount  an  appropriate  immune  response  to  antigen.  No  toxicity 
was  observed.  To  the  best  of  my  knowledge,  our  group  was  the  first  to  report  the  reappearance 
of  immune  function  in  a  patient  with  HIV  disease  -  this  important  result  occurred  after  several 
months  of  treatment  with  an  earlier  form  of  the  IMREG-l  biopharmaceutical. 

The  results  of  our  initial  placebo  controlled  clinical  trial  were  thoroughly  reviewed  by 
the  FDA's  Vaccines  and  Related  Biological  Products  Advisory  Committee  in  April  1989.  That 
Committee  reached  a  consensus  that  IMREG-l  may  have  an  effect  in  HIV  disease.  It 
recommended  that  a  second  controlled  clinical  trial  of  IMREG-l  be  designed  and  carried  out  in 
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HIV  disease.  Members  of  the  Advisory  Committee  urged  the  Company  and  FDA  to  woric 
together  to  conduct  this  trial.  Working  interactively  with  FDA,  the  Company  has  constructed 
clinical  trial  protocols  for  testing  IMREG-1.  These  clinical  protocols  have  been  approved  by 
FDA. 

I  believe  that  the  "may  have  an  effect"  language  of  the  Advisory  Committee  provides 
preliminary  evidence  that  this  drug  has  effectiveness  in  humans,  and  is  sufficient  to  trigger  such 
assistance  as  the  government  is  authorized  to  give  under  Public  Law  100-607  (11/4/88)  (HOPE 
legislation  of  1988),  including  "grants  and  contracts  with  respect  to  facilitating  the  transfer  of 
.  .  .  of  drug  ...  to  licensed  medical  practitioners." 

I  am  obliged  to  say  that  despite  the  consensus  judgment  of  the  FDA's  Advisory 
Committee  on  Vaccines  and  Related  Biological  Products  that  lMREG-1  may  have  an  effect  in 
HIV  disease,  and  the  strong  recommendation  of  that  Committee  to  take  the  IMREG-1 
biopharmaceutical  into  further  clinical  testing  as  rapidly  as  possible;  despite  the  alleged  federal 
interest  in  finding  useful  therapeutics  for  HIV  disease;  despite  the  continuing  development  of  a 
global  epidemic  affecting  millions  of  people  world  wide;  despite  200,000  American  deaths  from 
this  disease;  despite  P.L.  100-607  which  mandates  assistance  with  the  development  of  a  drug  if 
a  federal  agency  says  a  drug  may  be  effective;  despite  the  fact  that  former  FDA  Commissioner 
Dr.  Frank  E.  Young  wrote  NIH,  as  P.L.  100-607  mandates,  asking  that  they  look  seriously  at 
this  drug,  our  initiative  has  been  coolly  received  by  the  federal  agencies  who  have  taken  primary 
responsibility  for  HIV  drug  development.  Notwithstanding  the  important  clinical  results  we  have 
obtained,  we  are  told  by  some  at  NIH  that  our  efforts  are  premature,  that  we  have  not  done 
enough  animal  studies,  that  the  mechanism  of  action  of  this  agent  is  not  fully  determined  - 
neither  is  that  of  aspirin,  insulin,  or  digitalis,  all  useful  and  important  therapeutics.  Not  only 
have  we  received  no  federal  funding  for  further  tests  of  IMREG-1,  the  lack  of  assistance  and 
downright  hostility  of  some  program  officers  have  served  to  make  it  difficult  to  maintain  the 
interest  of  the  private  investment  community  in  the  project.  In  other  words,  the  actions  of  the 
federal  government  may  insure  that  Imreg  cannot  raise  the  necessary  capital  to  develop  the  drug 
privately. 

There  is  a  particular  urgency  in  my  mind  to  further  test  IMREG-1  whose  principal 
therapeutic  target  is  correction  of  the  state  of  immune  dysfunction  that  is  the  hallmark  of  HIV 
disease,  and  which  is  responsible  for  the  morbidity  and  mortality  of  patients  with  this  condition. 
Based  on  my  experience  in  the  field  of  HIV  disease/AIDS  over  the  course  of  10  years,  I  am 
convinced  that  control  of  the  HIV  disease  process  requires  that  the  immune  dysfunctional  state 
be  corrected  -  this  is  a  goal  which  is  separate  from  the  objective  of  finding  drugs  that  impact 
on  the  production  of  the  HIV  virus.  The  immune  based  approach  is  one  which  I  have  advocated 
for  many  years,  and  which  has  been  largely  ignored  until  only  recently.  The  available  antiviral 
drugs  appear  to  have  serious  limitations,  as  do  new  antiviral  drugs  on  the  drawing  boards  such 
as  protease  inhibitors,  since  resistance  to  these  drugs  appears  to  develop  rapidly  and  therefore 
limits  their  effectiveness.  As  well,  many  of  these  antiviral  agents  are  toxic  to  the  immune 
system  which,  of  course,  is  counterproductive.  Moreover,  pursuing  HIV  alone  as  a  therapeutic 
target  has,  in  my  mind,  been  a  faulty  strategy,  since  it  assumes  that  HIV  itself  is  responsible  for 
all  of  the  manifestations  of  HIV  disease  and  ignores  the  probable  contributions  to  the  disease 
process  of  a  variety  of  other  cofactors  which  impact  adversely  on  the  immune  system,  including 
the  presence  of  other  sexually  transmitted  diseases  (often  multiple),  the  use  of  illicit  drugs,  the 
role  of  foreign  white  blood  cells  which  are  transmitted  between  sexual  partners,  and  poor 
nutrition.  To  the  extent  that  these  cofactors  and  others  contribute  to,  or  amplify  the  state  of 
immunologic  imbalance  in  this  disease,  they  cannot  be  addressed  or  corrected  by  an  antiviral 
drug.  I  believe  that  failure  to  heed  this  consideration  has  contributed  to  an  excessive 
concentration  of  resources  and  effort,  both  in  the  private  and  public  sectors,  on  finding  antiviral 
drugs  for  this  disease.  This  emphasis  on  antiviral  drug  development  has,  to  date,  given 
disappointing  results  while  directing  resources  away  from  the  development  of  agents,  such  as 
IMREG-1,  whose  therapeutic  target  is  the  state  of  the  immune  disorder  itself. 

I  think  you  will  also  be  interested  to  know  the  following: 
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•  All  of  the  progress  we  have  made  has  been  accomplished  on  approximately  $20  million 
raised  from  the  investment  cominunity.  We  have,  to  date,  not  received  one  penny  of 
federal  funds.  In  contrast,  several  hundreds  of  millions  of  dollars  of  federal  monies  have 
been  spent  in  developing  and  testing  drugs  such  as  AZT. 

•  As  a  result  of  our  corporate  initiative,  we  created  some  50  jobs  and  put  several  millions 
of  dollars  into  the  local  Louisiana  and  Massachusetts  economies.  We  are  a  clear  example 
of  how  a  small  high  tech  company  can  and  has  addressed  a  national  need. 

We  need  immediate  financial  assistance  to  proceed  with  the  pivotal  clinical  trial,  since 
we  have  exhausted  our  private  sources  of  financing  and  further  sources  of  funding  have  been 
discouraged  by  non-constructive  signals  which  have  originated  from  sources  within  the  federal 
establishment,  and  the  skewed  priorities  of  the  federal  AIDS  effort.  We  believe  that  we  deserve 
a  specific  authorization  for  funds  to  carry  out  this  clinical  trial,  and/or  funds  to  implement  P.L. 
100-607  in  our  case.  Such  assistance,  in  our  view,  could  be  appropriately  in  the  form  of  a 
grant,  contract  or  a  loan  guarantee,  or  a  combination  of  these  three.  At  the  very  least,  we 
deserve  recognition  by  the  federal  government  that  ours  is  an  important  initiative  in  the  search 
for  new  therapeutics  for  this  dreadful  disease. 

Thank  you,  again,  for  the  opportunity  to  present  these  views. 

STATEMENT  OF  THE  INDIAN  AND  NATIVE  AMERICAN  EMPLOYMENT 

AND  TRAINING  COALITION 

Overview  and  Recommendations : 

The  Native  American  programs  authorized  under  the  Job 
Training  Partnership  Act  are  the  main  source  of  support  for 
employment  and  training  services  provided  to  the  most  seriously 
disadvantaged  segment  of  the  American  work  force  —  Indian, 
Alaska  Native  and  Native  Hawaiian  workers. 

The  Indian  and  Native  American  Employment  and  Training 
Coalition  recommends  that  $80  million  be  provided  for  the  Title 
IV,  Section  401  JTPA  program  in  the  Fiscal  Year  1995 
appropriations  bill  for  the  Departments  of  Labor,  Health  and 
Human  Services  and  Education.   The  Coalition  also  recommends  that 
the  full  level  of  the  Administration  request  for  the  Indian  set- 
aside  in  the  Title  II-B  Summer  Youth  program  be  approved  for  the 
summers  of  1995  and  1996. 

The  Indian  Title  IV  Program: 

Native  American  youth  and  adults  in  all  parts  of  the  country 
are  currently  served  under  the  special  set-aside  authorized  in 
Section  401  of  Title  IV  of  JTPA. 

At  this  point,  JTPA  Program  Year  1991  is  still  the  most 
recent  period  for  which  the  Department  of  Labor  has  released 
performance  data  for  the  Indian  programs.   In  that  funding  cycle, 
26,600  Native  American  persons  participated  in  the  Indian 
Title  IV  program. 

The  service  provider  network  includes  183  Indian  tribal 
governments,  inter-tribal  consortia,  off-reservation  Indian, 
Alaska  Native  and  Native  Hawaiian  organizations. 

Grantees  provide  a  wide  range  of  services  to  their  members. 
These  include  remedial  education,  occupational  training,  work 
experience  and  a  variety  of  employment  and  training-related 
services. 
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Despite  persistently  high  levels  of  joblessness  —  80%  and 
more  on  some  reservations  —  over  52%  of  those  terminating  from 
the  program  found  jobs  in  PY  91. 

Nearly  83%  of  those  terminating  from  the  program  either 
found  jobs  or  successfully  upgraded  their  education  and  work 
skills. 

The  Need; 

Indian  workers  face  the  most  severe  unemployment  problems  of 
any  people  in  the  country's  labor  force.   The  1990  Census 
reported  that  the  civilian  unemployment  rate  for  Indian  people 
nationwide  —  14.4%  —  was  higher  than  for  any  other  racial  group 
in  the  American  population. 

In  federal  reservation  areas,  the  official  Census 
unemployment  rate  is  a  staggering  25.7%.   When  part-time  workers, 
discouraged  workers  and  others  who  would  be  in  the  labor  force  if 
jobs  were  more  readily  available  are  considered,  the  real 
joblessness  rate  in  reservation  areas  overall  is  nearly  twice 
this  figure  —  closer  to  50%. 

The  number  of  Indian  workers  needing  JTPA  services  continues 
to  increase.   According  to  Census  Bureau  data,  the  figure  for 
Indian  and  Alaska  Native  workers  officially  counted  as  unemployed 
grew  by  a  shocking  59%  over  the  decade  from  1980  to  1990.   The 
percentage  of  Indian  people  in  poverty,  much  of  it  caused  by 
joblessness,  grew  by  48%  over  the  ten-year  period. 

At  the  same  time  Native  American  JTPA  grantees  face  more 
people  in  need  of  services,  they  are  trying  to  intensify  the 
services  they  offer.   Changes  to  the  program  that  took  effect 
several  years  ago  are  leading  many  grantees  to  provide  more  long 
term,  intensive  (and  expensive)  educational  services  in  order  to 
more  thoroughly  prepare  their  clients  for  the  escalating  skill 
requirements  of  American  employers. 

Inflation  has  taken  a  massive  toll  on  Indian  Title  IV  JTPA 
funding.   If  the  Administration's  request  for  PY  95  were  to  be 
approved,  the  total  amount  of  funds  available  to  this  program 
would  decline  by  39%  in  constant  dollar  terms  from  the  FY  83 
level.   In  other  words,  for  every  $1  in  services  Indian  Title  IV 
grantees  were  able  to  offer  in  FY  83,  grantees  will  be  able  to 
provide  only  61  cents  in  services  in  PY  95. 

The  combination  of  all  these  circumstances  has  placed  Indian 
JTPA  grantees  in  a  cruel  vise.   Many  more  people  need  services, 
frequently  much  more  expensive  services,  at  the  same  time  the 
resources  shrink.   The  result  is  that  fewer  people  get  served 
despite  the  growing  demand.   Over  the  last  three  Program  Years 
for  which  data  is  available  (PY  89  through  91),  the  niimber  of 
Native  American  people  served  by  the  Indian  Title  IV  JTPA  program 
has  shrunk  by  almost  15%. 

The  Administration ' s  Request  for  the  Indian  Title  IV  Program; 

In  its  Fiscal  Year  1995  budget,  the  Administration  asked  for 
$61.9  million  to  fund  the  Native  American  JTPA  Title  IV  program 
in  Program  Year  1995  (July  1,  1995  through  June  30,  1996)  . 

The  amount  requested  for  Title  IV  is  $2.3  million  less  than 
amount  that  was  appropriated  in  the  enacted  FY  94  DOL-HHS- 
Education  appropriations  bill.   It  is  less,  in  current  dollar 
terms,  than  the  amount  appropriated  ten  years  ago.   It  provides 
no  allowance  at  all  foi:  the  sharply  rising  need  for  services 
during  the  intervening  decade  or  for  thelvery  substantial 
reduction  in  the  services  these  funds  can  provide. 
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The  Indian  Summer  Youth  Program  under  JTPA  Title  II-B: 

In  addition  to  the  Indian  Title  IV  program,  Indian  grantees 
serving  reservation  areas,  Oklahoma,  Alaska  and  Hawaii  receive  a 
portion  of  the  total  amount  of  funds  appropriated  for  the  Summer 
Youth  program  under  Title  II-B  of  JTPA.   This  set-aside, 
authorized  by  Section  252(a)  of  the  Act,  amounts  to  slightly  over 
1.8%  of  all  Title  II-B  funds  available. 

Although  small,  the  program  is  extremely  important  for 
economically  disadvantaged  reservation  youth.   It  is  frequently 
the  first  experience  these  young  people  have  in  getting  a  job  and 
understanding  what  a  pay  check  is  all  about. 

The  total  appropriation  level  for  the  Title  II-B  program  has 
provided  between  $15.4  and  $15.9  million  for  the  Indian  Summer 
Youth  program  over  the  last  several  years.   The  amount  remains 
seriously  inadequate  to  meet  the  need.   Many  tribes  have  long 
waiting  lists  of  youth  who  want  to  participate  but  can't  because 
of  inadequate  funding. 

Indian  grantees  under  this  program  are  now  required  to 
provide  educational  assessments,  employability  planning  and 
educational  services  as  part  of  their  Summer  Youth  activities. 
While  all  these  additional  services  are  desirable,  the  cost 
involved  will  clearly  require  additional  funds  to  maintain  the 
same  number  of  Summer  Youth  opportunities  available. 

The  Coalition  asks  the  Committee  to  approve  the  full 
Administration  request.   Reservation  youth  need  the  "first  start" 
in  the  labor  market  that  this  program  provides  in  order  to  become 
productive  workers  for  the  remainder  of  their  lives. 


STATEMENT  OF  THE  INTERACTION 

The  national  voluntary  refugee  resettlement  agencies  wish  to  express  our 
commitment  to  the  refugee  resettlement  program  administered  by  the  Office  of 
Refugee  Resettlement  (ORR).  Through  contracts  with  the  Stale  Department,  we 
are  responsible  for  the  provision  of  reception  and  placement  services  to  newly- 
arrived  refugees.  In  addition,  many  of  our  local  affiliate  agencies  receive  ORR 
funds  either  directly  or  through  state  governments,  to  provide  job  placement 
assistance  and  other  resettlement  services.  We  therefore  have  a  serious  and 
longstanding  interest  in  the  success  of  the  domestic  refugee  program. 

During  the  past  year,  voluntary  agencies  have  joined  with  ORR,  state  and  local 
governments,  mutual  assistance  associations  and  other  concerned  groups  in 
exploring  reforms  of  the  refugee  program.  The  discussions  and  initiatives  that 
have  taken  place  have  yielded  valuable  information  and  a  new  spirit  of 
cooperation  among  all  parties.  We  are  hopeful  that  some  of  the  changes  we  have 
discussed,  which  would  enhance  the  current  program,  will  eventually  be  adopted. 

Since  this  time  last  year,  ORR  has  obtained  new  leadership.  Ms.  Lavinia  Limon, 
who  worked  for  many  years  in  the  voluntary  agency  sector,  brings  knowledge, 
commitment  and  fresh  ideas  to  the  program.  We  look  forward  to  continued  work 
with  her,  her  staff,  states,  and  our  other  partners  to  ensure  the  most  effective 
design  and  implementation  of  any  program  changes. 

During  this  time  of  heightened  and  misplaced  anti-immigrant  and  anti-refugee 
sentiment,  it  is  more  important  than  ever  that  the  refugee  program  operate  as 
efficiently  and  effectively  as  possible.  Resettlement  in  the  United  States  is  a 
critical  component  of  worldwide  refugee  protection,  and  it  offers  those  resettled 
the  chance  for  a  new  life. 
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Our  discussions  of  the  past  several  months  led  to  the  development  of  the  attached  "Private 
Voluntary  Agency  Principles  For  Refugee  Resettlement."  We  submit  these  for  inclusion  in  the 
hearing  record  for  the  FY  1995  Labor,  HHS  and  Education  appropriations  bill.  These  principles 
provide  a  framework  for  reforming  the  resettlement  program.  In  particular,  they  address  the  need 
for  a  strengthened  public-private  partnership,  adequate  federal  financial  support,  and  a  centralized 
case  management  system  which  is  the  cornerstone  of  an  accountable,  coordinated  service  delivery 
system. 

To  this  end,  we  support  the  Administration's  FY  1995  funding  proposal  of  $413.7  million  for 
ORR,  as  the  minimum  level  necessary  to  support  at  least  eight  months  of  cash  and  medical 
assistance  and  to  ensure  the  continuation  of  other  essential  services  designed  to  help  refugees 
achieve  self-sufficiency. 

We  hope  that  these  comments  and  the  attached  principles  are  helpful  to  you  as  you  consider 
funding  for  the  domestic  refugee  program.  We  stand  ready  to  work  with  you  and  your  staff  in 
any  way  that  would  be  helpful. 

PRIVATE  VOLUNTARY  AGENCY  PRINCIPLES  FOR 
REFUGEE  RESETTLEMENT 

1 .  We  must  uphold  the  notion  that  third  country  resettlement  is  a  valid  and 
fundamental  durable  solution  for  at  least  a  portion  of  the  world's  refugees.  The 
United  States  must  take  a  leadership  role  in  order  to  give  credence  to  this 
principle. 

2.  The  most  effective  way  to  sustain  public  support  for  refugee  resettlement  and  the 
most  effective  way  to  assure  effective  refugee  resettlement  is  through  a  public- 
private  parmership  involving  the  federal  government,  the  states  and  local  entities 
as  well  as  the  private  sector  -  the  voluntary  resettlement  agencies,  mutual 
assistance  organizations  and  community  groups.   Each  sector  makes  unique 
contributions  to  the  resettlement  process. 

3.  The  federal  government  needs  to  provide  adeqjate  fmancial  support  to  preserve 
the  essential  public-private  partnership  that  underpins  the  United  States'  refugee 
rcsetUemcnt  program.   Any  further  shifting  of  the  financial  burden  for  services  to 
refugees  onto  the  states  and  local  governments  only  creates  unwarranted  strains  on 
local  entities  and  places  unfair  burdens  on  communities.   These  phenomena  can 
only  incite  xenophobic  responses,  with  the  ultimate  victims  being  the  refugees. 
Refugee  assistance  programs  must  not  be  seen  to  be  overly  costly  or  conuary  to 
the  achievement  of  early  self-sufficiency.   Public  support  for  refugee  resettlement 
is  dependent  upon  programs  being  designed  and  administered  in  a  cost-effective 
and  efficient  manner. 

4.  The  goal  of  a  resettlement  program  should  be  to  ensure  early  economic  self- 
sufficiency,  healthy  social  adjustment  and  the  smooth  integration  of  newcomers 
into  their  communif-es. 

5.  The  basic  ingredient  of  a  successful  resettlement  program  is  the  opportunity  to 
offer  an  integrated  service  delivery  system  to  the  refugee.   Such  an  integrated 
system  should  include,  in  one  form  or  another!  a  centralized  case  management 
system  with  a  single  point  of  accountability,  which  assures  the  availability  of 
financial  support,  adequate  housing,  medical  coverage,  language  training, 
acculturation  and,  above  all,  employment  services. 

6.  Early  employment  is  critical  to  the  achievement  of  economic  and  social  self- 
sufficiency.   The  dignity  of  the  individual,  and  the  assimilation  into  and 
understanding  of  a  new  culture  and  language  are  best  achieved  through 
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meaningful  work  and  the  ability  to  support  oneself  and  one's  family.  To  the  extent  possible, 
public  assistance  should  be  avoided.   Too  often,  reliance  on  public  assistance  can  lead  to  long- 
term  dependency.    However,  there  are  circumstances  where  use  of  public  assistance  is 
necessary  and  appropriate.    In  these  instances,  the  use  of  public  assistance  is  to  be  carefully 
monitored  and  is  to  be  used  as  a  temporary  means  toward  the  goal  of  employment,  and 
rcllected  as  such  in  the  refugee's  resettlement  plan.   In  addition,  it  is  a  given  that  cliildren.  the 
elderly  and  others  who  face  serious  barriere  to  employment  cannot  become  self-sufricient  in 
the  near,  or  sometimes  far  term.   Resettlement  systems  must  be  responsive  to  diverse  refugee 
groups  and  individual  client  needs. 

7.  The  key  to  attaining  self-sufficiency  is  a  coordinated  service  delivery  system  that  provides  both 
a  consistent  message  and  reliable  support  system  to  refugees.   An  important  component  of  tliis 
is  the  recognition  of  the  utility  of  accountable  central  case  management,  the  creation  of  a 
realistic  resettlement  plan,  developed  with  the  active  participation  of  the  refugees,  which  charts 
a  course  toward  self-sufficiency  and  integration  into  the  new  community.   While  any  such  plan 
may  require  modification  or  adjustment  over  time,  especially  as  a  result  of  additional  services 
that  may  become  available  through  other  service  providers,  the  goal  of  the  plan  should  be 
upheld  for  the  duration  of  the  period  that  the  refugee  receives  resettlement  services. 

8.  There  are  always  opportunities  to  improve  service  delivery.   New  approaches  and  new  models 
need  to  be  tried.   What  needs  to  be  borne  in  mind,  as  federai,  state,  local  and  private  entities 
form  new  partnerships,  is  that  the  best  interests  of  refugees  can  be  served  only  through 
coordinated  efforts. 


STATEMENT  OF  THE  JOINT  COUNCIL  OF  ALLERGY  AND 

IMMUNOLOGY 

The  Joint  Council  of  Allergy  and  Immunology  (JCAI)  is  comprised  of  the  American 
Academy  of  Allergy  and  Immunology  and  the  American  College  of  Allergy  and  Immunology. 
JCAI  consists  of  more  than  4,000  clinicians  and  researchers  who  are  dedicated  to  providing  care 
for  the  35  million  Americans  who  suffer  from  allergic  or  immune  disorders. 

JCAI  is  very  appreciative  of  the  Committee's  support  last  year  for  the  National  Institutes 
of  Health  (NIH)  and  the  two  Institutes  that  support  research  in  our  area,  the  National  Heart, 
Lung,  and  Blood  Institute  (NHLBI)  and  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAID).  Further,  we  are  very  appreciative  of  your  decision  not  to  provide  earmarks  for 
specific  diseases-we  agree  that  the  allocation  of  scarce  appropriations  among  diseases  and 
among  research  programs  should  be  based  upon  scientific  opportunities.  We  urge  you  to 
continue  this  position  in  your  1995  recommendation  for  NIH. 

Asthma 

Despite  the  number  of  patients  afflicted  with  asthma  and  allergies,  these  diseases  are 
often  thought  of  as  being  less  serious  than  those  such  as  cancer  and  heart  disease.  In  fact,  they 
are  quite  serious,  frequently  resulting  in  death.  The  number  of  asthma  patients  in  the  United 
States  has  increased  by  approximately  70%  in  the  past  decade,  to  an  estimated  12-15  million, 
while  asthma-related  deaths  have  increased  68%  from  2,891  in  1980  to  4,867  in  1989. 
Minorities  suffer  from  asthma  disproportionately.  Minority  asthmatics  have  three  times  the  risk 
of  dying  from  the  disease  than  do  white  patients,  and  the  asthma  death  rate  for  African 
Americans  increased  52%  between  1980-89,  while  the  death  rate  for  white  asthmatics  increased 
45%.  Further,  9.4%  of  African-American  children  aged  6  to  11  have  asthma,  compared  to 
6.2%  for  white  children  in  that  age  group.  African  American  children  who  live  in  inner  cities 
have  particularly  high  incidence  rates.  African  American  asthmatics  are  more  likely  to 
experience  more  severe  disability  and  they  have  more  frequent  hospitalizations  that  white 
asthmatic  children.  Hispanic  children  are  Jilso  at  high  risk.  For  example,  one  of  every  five 
Puerto  Rican  children  aged  6  months  to  1 1  years  has  had  asthma  at  one  time. 

Asthma  is  a  very  expensive  disease,  with  annual  estimated  costs  of  $6.4  billion,  of  which 
$3.6  billion  is  for  direct  medical  costs,  including  $1.6  billion  for  inpatient  care  and  $1  billion 
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for  pharmaceutical  expenses.  Indirect  costs  associated  with  death,  disability,  and  loss  of 
productivity  are  estimated  at  $2.6  billion.  Asthmatic  adults  suffer  approximately  $850  million 
in  lost  wages  annually,  and  lose  another  $1  billion  per  year  in  lost  wages  to  stay  home  and  care 
for  asthmatic  children.  Increases  in  morbidity  and  mortality  have  resulted  in  increased  use  of 
hospitals  and  emergency  rooms.  While  only  a  small  percent  of  asthmatics  use  emergency 
rooms,  the  average  costs  for  these  patients  is  $120,000  annually.  Asthma  is  the  leading  cause 
of  school  absenteeism  and  is  responsible  for  more  than  10  million  days  missed  annually.  For 
children  under  age  18,  hospitalization  rates  for  asthma  increased  4.5%  annually  during  the 
1980's,  rising  to  more  than  200,000  hospitalizations  by  the  end  of  the  decade.  Costs  are  also 
higher  for  minorities  and  the  poor-African  Americans  are  more  than  twice  as  likely  as  whites 
to  be  hospitalized,  and  low-income  families  spend  almost  12%  of  their  income  on  asthma-related 
expenses  for  a  child  with  moderately  severe  asthma,  compared  to  6.4%  for  an  average  family. 

While  researchers  still  do  not  know  what  causes  asthma,  we  are  learning  more  every  day. 
For  example,  results  from  basic  research  have  helped  us  recognize  that  airway  inflammation 
plays  a  key  role  in  initiating  the  airway  hyperresponsiveness  that  is  characteristic  of  asthma. 
However,  the  cellular  and  molecular  mechanisms  that  cause  the  inflammation  have  not  been 
determined.  A  key  basic  research  goal  is  to  improve  our  understanding  of  the  genetic  factors 
that  might  cause  asthma.  Researchers  are  studying  the  role  of  lung  growth  and  development  in 
uiero  on  lung  function  in  children  and  its  impact  of  the  development  of  asthma,  and  results 
indicate  that  abnormalities  of  respiratory  function  associated  with  in  utero  exposure  to  tobacco 
smoke  and  familial  predisposition  to  wheezing  are  important  determinants  of  wheezing  and  lower 
respiratory  illnesses  in  the  first  year  of  life.  Lx)ng  term  investigations  are  necessary  to  determine 
the  impact  of  these  fmdings  on  the  development  of  asthma  in  children  jmd  the  implications  for 
prevention. 

Many  exciting  clinical  trials  are  underway  that  will  help  us  learn  more  about  the  causes 
and  management  of  asthma.  A  $45  million  NHLBI  clinical  trial  entitled  the  Childhood  Asthma 
Management  Program  (CAMP)  will  compare  the  effects  of  an  inhaled  corticosteroid  vs.  a 
placebo,  or  nedocromil  (a  non-steroidal  anti-inflammatory  agent)  vs.  a  placebo  on  lung  function, 
bronchial  responsiveness,  use  of  health  care  resources,  physical  development,  and  quality  of  life. 
Researchers  hope  that  the  study  will  also  provide  information  on  any  changes  in  asthma  during 
puberty  and  adolescence.  The  study  will  occur  at  eight  clinical  centers  throughout  the  U.S.  and 
NHLBI  has  begun  the  recruitment  of  944  children  aged  5  to  12  years,  at  least  one-third  of  whom 
must  be  minorities.   The  research  subjects  will  keep  a  daily  diary  of  symptoms. 

NHLBI  coordinates  the  activities  of  the  National  Asthma  Education  and  Prevention 
(NAEP)  Program,  a  network  of  36  organizations  participating  in  the  development  and  testing  of 
materials  for  the  use  of  physicians;  health  care  workers;  teachers,  school  nurses,  and  coaches; 
families;  and  patients.  Additional  projects  and  new  focus  groups  are  planned,  with  an  emphasis 
on  minority  populations  in  the  inner  cities  and  in  rural  areas.  The  second  National  Asthma 
Education  Conference  is  in  the  planning  stage,  with  expected  focus  on  the  role  of  managed  care 
in  asthma  management. 

NIAID  is  also  sponsoring  very  promising  research  on  asthma,  including  advances  in 
molecular  and  cellular  biology  that  have  resulted  in  renewed  emphasis  on  the  inflammatory 
nature  of  asthma.  NIAID  researchers  were  the  first  to  identify  the  biologic  events  that  lead  to 
inflamed  airways,  leading  to  changes  in  asthma  treatment  that  includes  an  emphasis  on  drugs  that 
reduce  this  inflammation.  NIAID  researchers  are  focusing  on  the  immunologic  aspects  of 
asthma,  including  studies  regarding  the  immune  system's  response  to  inflammation.  For 
example,  researchers  have  learned  more  about  the  role  of  cytokins,  which  are  produced  by  the 
immune  system  and  are  involved  in  inflammation. 

NIAID  began  the  National  Cooperative  Inner-City  Asthma  Study  in  1991,  a  network  of 
eight  sites  established  to  design  and  evaluate  a  comprehensive  intervention  program  to  identify 
and  reduce  risk  factors  for  asthma  in  inner-city  asthmatic  children,  which  will  reduce  the  number 
of  asthmatic  episodes  and  asthma-related  deaths  among  these  children.  NIAID  also  sponsors 
numerous  workshops,  seminars,  and  community-based  awareness  campaigns  to  help  assist  in  the 
prevention  and  care  of  asthma. 


667 


Allergies 

Allergies  and  asthma  often  occur  together  and  exposure  to  allergens  can  be  very  serious 
to  asthmatics.  Allergies  are  the  number  one  cause  of  asthma  and  more  than  90%  of  asthmatic 
children  younger  than  16  years  of  age  have  allergies,  as  do  70%  of  asthmatics  aged  16  to  30. 
Between  40  and  50  million  Americans--as  many  as  one  in  five  people-suffer  from  allergies. 
Allergies  can  cause  reactions  ranging  from  mild  discomfort  to  death.  They  occur  when  the 
body's  immune  system  reacts  to  what  would  be  a  harmless  substance-such  as  food,  dust,  or 
mold-to  other  people. 

More  than  24  million  Americans  suffer  from  allergic  rhinitis  (hay  fever),  including  8% 
of  men  and  12%  of  women,  with  urban  dwellers  more  likely  to  be  affected.  Hay  fever  is  the 
most  frequently  reported  chronic  condition  among  children  under  18  years  of  age,  with  a  rate 
of  almost  65  per  1,000  persons.  Hay  fever  was  responsible  for  11.6  million  physician  office 
visits  in  1989,  a  52%  increase  from  1975.  More  than  32  million  Americans  suffer  from  chronic 
sinusitis,  and  as  many  as  five  million  Americans  suffer  from  food  allergies,  including  an 
estimated  8%  of  children  under  six  years  of  age. 

NIAID,  in  conjunction  wl-Ji  NHLBI,  the  National  Institute  of  Environmental  Health 
Sciences,  and  the  EPA,  has  completed  a  study  of  the  effects  of  indoor  allergens.  Indoor  allergen 
exposure  is  a  major  risk  factor  for  asthma  and  exposure  to  these  allergens  is  increasing.  Many 
experts  believe  this  is  one  of  the  major  causes  for  the  increased  incidence  of  asthma.  The  report 
recommends  improved  education  and  expanded  research  activities  in  these  areas. 

Office  of  AIDS  Research 

JCAI  is  opposed  to  the  Administration's  proposal  to  separate  management  and  allocations 
for  HIV  research  at  the  NIH.  In  a  best-case  scenario,  appropriating  funds  directly  to  the  Office 
of  AIDS  Research  (OAR)  would  add  another  layer  of  bureaucracy;  in  a  worst-case  scenario,  it 
would  threaten  the  planning  and  implementation  of  research  programs.  The  planning  process 
for  competing  renewals  is  lengthy-requiring  approximately  18  months-and  Institutes  must  be 
able  to  predict  what  their  resources  will  be.  Consolidating  HIV  funds  into  a  single  entity  would 
lessen  the  Institutes'  ability  to  make  future  commitments.  We  urge  the  Committee  to  carefully 
consider  the  consequences  of  this  proposal. 

Lastly,  JCAI  offers  special  thanks  to  Senators  Harkin  and  Hatfield  for  their  efforts  on 
the  Harkin/Hatfield  Medical  Research  Fund.  We  are  very  pleased  that  the  Senators  have  taken 
the  initiative  to  establish  a  source  of  funding  that  will  enable  NIH  and  the  research  community 
to  capitalize  on  the  promising  opportunities  that  exist  in  fields  such  as  molecular  and  cellular 
biology,  opportunities  that  we  believe  can  help  reduce  morbidity  and  mortality  among  asthma 
and  allergy  patients.  We  urge  your  colleagues  to  join  you  in  this  effort  and  we  look  forward 
to  working  with  you  in  this  regard. 

CONCLUSION 

The  Joint  Council  of  Allergy  and  Immunology  urges  the  Committee  to  continue  to  make 
the  NIH  a  priority  as  it  prepares  its  1995  appropriations  bill.  We  recognize  the  fiscal  constraints 
you  are  faced  with  this  year  again,  but  we  believe  that  medical  research  is  an  investment  in 
America's  future,  and  should  be  funded  as  such.  We  also  support  the  recommendation  of  the 
Ad  Hoc  Group  for  Medical  Research  Funding  of  $1 1.95  billion  for  the  NIH,  a  9%  increase  over 
the  1994  appropriation.  This  would  provide  critical  support  for  NlH's  basic  research,  clinical 
research,  and  research  training  activities.   Thank  you  for  your  consideration  of  our  requests. 


STATEMENT  OF  THE  LEGAL  ACTION  CENTER 

Thank  you  for  the  opportunity  to  submit  testimony  on  FT  1995  appropriations  for  drug 
and  alcohol  treatment  and  prevention  programs  within  the  Department  of  Health  and  Human 
Services  and  specifically  those  funded  by  the  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA),  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA) 
and  the  National  Institute  on  Drug  Abuse  (NIDA).  Wc  have  also  commented  on  funding  for  the 
Department  of  Education  for  the  Safe  and  Drug  Free  Schools  and  Communities  Program. 
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This  testimony  is  submitted  by  the  Legal  Action  Center,  a  not-for-profit  law  and  public 
policy  office  that  specializes  in  drug,  alcohol,  AIDS  and  criminal  justice  issues,  and  the  National 
Coalition  of  State  Alcohol  and  Drug  Treatment  and  Prevention  Associations,  a  coalition  of 
twenty-three  state  treatment  and  prevention  associations  from  around  the  country.  These 
associations  represent  the  individuals  on  the  front  lines  of  treatment  and  prevention  activities 
who,  on  a  daily  basis,  confront  the  dramatic  need  to  bolster  existing  services  to  meet  the  complex 
needs  of  individuals  with  drug  and  alcohol  problems. 

Alcoholism  and  drug  dependence  are  among  our  nation's  most  critical  and  costly  health 
problems.  A  1993  report  prepared  by  Brandeis  University  for  the  Robert  Wood  Johnson 
Foundation  estimated  that  untreated  drug  and  alcohol  problems  cost  $166  billion,  or  $700  for 
each  American,  each  year,  in  health  care,  criminal  justice,  social  and  lost  productivity  costs.  At 
the  same  time,  numerous  studies  demonstrate  that  treatment  is  effective  and  reduces  AIDS  and 
other  health  care  expenditures,  crime  and  criminal  justice  costs  and  increases  worker  productivity. 

President  Clinton's  FY  1995  budget  seeks  critically  needed  increases  in  funding  for  drug 
and  alcohol  treatment,  prevention  and  research  activities  that  will  move  us  closer  to  meeting  his 
promise  of  providing  "treatment  on  demand"  and  provide  real  solutions  to  the  problems  of 
violence,  crime  and  runaway  health  care  costs. 

The  Center  for  Substance  Abuse  Treatment  (CSAT) 

We  urge  the  Subcommittee  to  fund  the  President's  proposal  to  increase  critical  treatment 
services  administered  by  the  Center  for  Substance  Abuse  Treatment  (CSAT).  The  major  funding 
increase  for  treatment  in  the  President's  proposal  is  a  $310  million  treatment  initiative  for 
"hardcore  substance  abusers"  channeled  to  the  states  through  the  Substance  Abuse  Block  Grant. 
We  strongly  support  this  new  initiative  and  also  this  funding  mechanism  which  is  the  most 
equitable  and  efficient  way  to  get  money  to  communities. 

Drug  and  alcohol  treatment  is  one  of  the  most  effective  interventions  to  prevent  crime, 
homclessness,  AIDS,  domestic  violence  and  other  social  and  health  problems.  This  additional 
money  will  help  prevent  these  critical  problems  by  increasing  the  availability  of  treatment  for 
individuals  with  the  most  serious  drug  and  alcohol  problems. 

We  also  urge  the  Subcommittee  to  fund  the  new  Hardcore  Demonstration  program.  The 
President  proposes  to  redirect  $35  million  from  existing  CSAT  demonstration  programs  to  fund 
projects  that  develop  and  test  models  for  integrating  treatment  services  for  individuals  with 
chronic  problems  into  managed  care  systems  and  primary  health  systems.  We  must  find 
innovative  and  creative  ways  of  integrating  community  based  dr\ig  and  alcohol  services  into  new 
health  care  delivery  systems  without  losing  the  character  of  these  programs  and  equally 
important,  the  elements  that  have  made  them  successful  in  reaching  and  retaining  individuals  in 
treatment.  These  projects  will  provide  guidance  to  the  nation  as  we  move  in  the  direction  of 
integrating  drug  and  alcohol  services  into  the  mainstream  health  care  system. 

The  one  concern  wc  have  with  the  President's  budget  for  CSAT  is  that  it  would  reduce 
funding  for  the  AIDS  Outreach  Demonstration  Projects.  While  many  CSAT  programs,  including 
the  new  hard  core  initiative,  provide  direct  treatment  services  to  individuals  who  are  at  risk  for 
HIV  disease,  none  of  these  initiatives  focus  on  preventing  the  spread  of  HIV  through  innovative 
outreach  efforts  that  attract  injecting  drug  users  into  treatment  and  out  of  high  risk  behaviors. 
These  projects  provide  critical  prevention  and  intervention  services  and  we  cannot  afford  to  cut 
them  back  or  phase  them  out  when  the  incidence  of  HIV  is  increasing  among  intravenous  drug 
users,  their  partners  and  children.  Therefore,  we  urge  the  Subcommittee  to  restore  the  $10 
million  to  this  program  that  was  cut  in  the  Administration's  budget  and  fund  the  AIDS  Outreach 
Demonstration  Projects  at  the  FY  1994  level  of  $18.3  million. 
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The  Center  Tor  Substance  Abuse  Prevention  (CSAP) 

Wc  urge  the  Subcommittee  to  fund  the  Center  for  Substance  Abuse  Prevention  (CSAP) 
at  the  President's  requested  level  of  $253.5  million.  This  would  provide  level  funding  for 
virtually  all  of  CSAP's  prevention  activities. 

The  single  new  initiative  is  for  prevention  services  targeted  to  women.  Under  the 
Administration's  budget,  $20.9  million  from  expiring  PPWI  grant  funds  would  be  redirected  to 
a  number  of  important  activities  designed  to  prevent  drug  and  alcohol  problems  among  women, 
including  an  initiative  targeted  to  adolescent  women  and  a  national  public  education  campaign 
to  prevent  drug  and  alcohol  use  during  pregnancy.  We  urge  the  Subcommittee  to  support  these 
efforts  that  will  provide  critically  needed  prevention  services  to  young  women. 

The  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (>fIAAA) 

We  urge  the  Subcommittee  to  fund  the  Administration's  request  for  $192,498  for  the 
National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA).  Alcohol  is  the  nation's  most  used 
and  misused  drug.  Wc  cannot  afford  to  cut  biomedical,  prevention  and  treatment  research  on 
these  issues.  NIAAA  supports  the  majority  of  the  nation's  research  on  alcohol  issues  and  should, 
at  a  minimum,  be  funded  at  its  current  level. 

Wc  also  urge  the  Subcommittee  to  require  that  NIAAA  spend  25%  of  its  research  budget 
on  services  research  (NIAAA  and  NIDA  are  now  required  to  spend  15%  of  their  research  budget 
on  services  research).  While  biomedical  research  is  important,  there  has  been  a  gross  imbalance 
in  the  share  of  resources  that  have  supported  prevention  and  treatment  services  research.  Wc 
must  be  able  to  answer  questions  about  how  to  prevent  alcohol  problems  and  what  interventions 
arc  most  successful  with  specific  populations  as  we  devote  public  and  private  resources  to  these 
serious  health  problems. 

The  National  Institute  on  Drug  Abuse  (NIDA) 

Wc  urge  the  Subcommittee  to  fund  the  Administration's  request  for  $443.7  million  for 
research  activities  at  the  National  Institute  on  Drug  Abuse  (NIDA).  This  is  an  increase  of  $21 
million  over  FY  1994  funding.  NIDA  funds  the  nation's  research  on  drug  use  and  abuse 
including  providing  important  information  on  the  causes  of  drug  abuse  and  strategies  for 
prevention  and  intervention.  We  recommend  that  NIDA,  like  NIAAA,  be  required  to  spend  25 
percent  or  its  budget  on  services-related  research.  We  also  recommend  that  the  Subcommittee 
request  an  accounting  from  both  NIAAA  and  NIDA  of  whether  they  are  meeting  the  existing  15 
percent  services-related  research  requirement  and  the  specific  activities  they  arc  supporting  with 
these  funds. 

Department  of  Education  —  Safe  and  Drug-Free  Schools  and  Communities  Program 

We  urge  the  Subcommittee  to  fund  the  Administration's  request  for  $480  million  for  the 
Safe  and  Drug-Free  Schools  and  Communities  Act.  This  is  a  $110.5  million  increase  above  the 
FY  1994  level  and  would  essentially  restore  funding  to  the  FY  1993  level.  The  funds  would 
support  grants  to  Governors  and  State  educational  agencies  for  drug  and  alcohol  and  violence 
prevention  in  schools  and  communities.  Approximately  $1  million  of  these  funds  would  be  used 
for  a  national  evaluation  of  the  program.  Wc  support  the  continuation  of  the  Governor's  30 
percent  share  which  has  funded  innovative  community  based  prevention  activities  throughout  the 
nation. 

Wc  also  urge  the  Subcommittee  to  fund  the  Administration's  request  for  $64  million,  a 
$4.5  million  increase,  for  the  Safe  and  Dnig-Frec  Schools  and  Communities  National  Programs. 
These  funds  would  suppwrt  drug  and  violence  prevention  activities  including  training, 
demonstrations,  direct  services  to  school  systems  with  special  needs,  research,  program 
evaluation,  and  the  development  and  dissemination  of  information  and  materials. 
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STATEMENT  OF  THE  LEUKEMIA  SOCIETY  OF  AMERICA 

The  Leukemia  Society  of  America  has  been  in  the  fight  against 
leukemia  for  over  40  years.  It  is  a  volunteer  organization  of 
committed  individuals  who  raise  funds  for  leukemia  research.  The 
research  program  supported  by  the  Society  has  as  its  goal  the 
elimination  of  leukemia  and  related  disorders.  The  Leukemia 
Society  believes  that  advances  are  first  made  in  the  laboratory  and 
then  brought  to  the  patients  bedside.  Its  research  program  is 
intended  to  foster  the  move  from  the  bench  to  the  bedside  and  back 
again.  This  iterative  program  of  insight,  treatment,  better 
understanding  and  improved  treatment,  has  helped  cure  thousands  of 
cancer  patients. 

The  Leukemia  Society  wishes  to  urge  that  you  provide  the  NCI 
suffiqient  funding  to  allow  it  to  support  the  type  of  balanced 
research  program  presented  in  the  1995  Bypass  Budget,  one  in  which 
basic  and  clinical  science  can  come  together  to  achieve  real 
progress  in  the  conquest  of  cancer. 

Every  hour  60  people,  men  and  women,  boys  and  girls  in  the 
U.S.,  will  have  died  from  cancer  in  one  or  other  of  its  many  forms. 
And  every  hour,  60  more  people  in  the  U.S.  will  die  from  cancer. 
The  magnitude  of  this  health  care  problems  is  enormous.  In  1994, 
there  will  be  1.3  million  new  cases  of  cancer  diagnosed  in  the  U.S. 
This  is  a  problem  of  epidemic  proportions. 

It  is  the  sheer  weight  of  these  numbers  that  bring  us  to  urge 
that  the  NCI  -be  given  the  resources  to  solve  the  problem. 

It  is  Leukemia  Society  of  America's  position  that  NCI  funds 
should  not  be  targeted  for  any  specific  disease  entity.  We 
appreciate  the  position  of  the  Committee  last  year  to  avoid 
earmarking  for  specific  diseases.  Congress  should  continue  to 
allow  the  NCI  to  fund  programs  that  are  both  basic  and  applied  in 
nature,  based  upon  scientific  opportunity.  We  urge  this  because 
experience  has  shown  that  it  is  not  at  all  obvious  from  where  the 
advances  are  likely  to  come.  Let  me  give  some  examples:  one  of 
the  most  important  drugs  we  have  today  for  the  treatment  of  a  wide 
variety  of  cancers  is  a  platinum  derivative  called  cisplatinum. 
How  was  it  discovered?  In  1965  a  group  of  basic  scientists  at 
Michigan  State  University  investigating  bacterial  growth  in  an 
electrical  field,  noted  that  bacteria  close  to  the  platinum 
electrodes  failed  to  grow.  It  turned  out  that  it  was  not  the 
electric  current  itself  that  caused  the  growth  inhibition,  but  that 
small  amounts  of  platinum  were  released  from  the  electrode.  That 
was  in  1965.  The  work  was  performed  by  basic  scientists  and  funded 
by  NIH.  By  1972,  these  findings  were  applied  clinically,  and  the 
drug  became  cisplatinum.  now  one  of  the  most  important  drugs  in  all 
of  cancer  therapy. 

Another  example:  5  years  ago  The  Leukemia  Society  of  America 
funded  a  young  physician  in  San  Diego  to  study  the  characteristics 
of  a  modified,  naturally  occurring  chemical,  used  by  the  body  to 
build  DNA.  The  study  led  to  the  development  of  a  new  agent  which 
nay  actually  cure  one  form  of  leukemia  with  a  single  course  of 
therapy.  The  point  is  this:  what  we  will  use  at  the  bedside, 
starts  out  in  the  laboratory.  And  it  is  not  clear  in  whose 
laboratory  it  will  start  out.  Discoveries  also  move  from  the 
clinic  to  the  laboratory  and  back  to  the  clinic.  A  gene  that 
prevents  cells  from  dying  -  Bcl-2  was  discovered  in  lymphoma 
patients.  Its  activity  was  identified  in  the  Wistar  Institute  and 
has  led  to  an  entirely  new  and  testable  theory  on  how  to  permit 
cancer  cells  to  die.  This  was  not  targeted  for  disease-specific 
research  initially,  it  was  basic  fundamental  exploration  of  biology 
funded  by  the  NIH. 
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simply  stated:  you  can't  apply  what  you  don't  know.  But  even 
more  importantly  to  the  patient:  If  there  is  something  you  know, 
but  don't  apply,  what  good  is  there  in  simply  knowing?  Hence,  we 
need  to  develop  and  test  theories,  but  we  need  to  treat  and  cure 
patients. 

To  restate  The  Leukemia  Society's  Objectives  we  urge  funding 
of  the  NCI's  Bypass  Budget  Request  for  1995  at  a  level  to  allow  it 
to  support  a  balanced  portfolio  of  basic  and  applied  clinical 
research  programs. 

*  Pre-doctoral,  and  post-doctoral  fellowship  support,  to 
provide  the  large  infusion  of  funds  to  encourage  the  nest 
generation  of  physicians  and  scientists  to  enter  the 
field  of  cancer  research. 

*  Basic  science  research  to  encourage  the  continued 
discoveries  that  fuel  our  approach  to  curing  patients. 

*  Clinical  research,  especially  in  the  area  of  clinical 
trials  that  apply  novel  laboratory  results,  but  also 
support  to  comprehensive  cancer  centers,  and  the  national 
clinical  trials  programs. 

We  at  the  Leukemia  Society  of  America  are  encouraged  by  a 
number  of  new  developments.  We  are  now  on  the  threshold  of  an  era 
wherein  the  vast-storehouse  of  data  painstakingly  acquired  over  the 
past  decade  is  ready  to  be  applied.  Translational  research  is 
extremely  expensive,  the  NCI  must  take  the  lead  in  applying  what  is 
known.  This  Committee  should  see  to  it  that  the  funds  continue  to 
be  made  available  for  translational  research. 

We  have  set  a  hard  goal  for  ourselves  -  to  significantly 
increase  the  cure  rates  in  a  number  of  leukemia  starting  by  the  end 
of  the  decade.  In  a  joint  LSA/NCI  meeting  a  number  of  areas  were 
identified  that  could  spark  such  changes.  We  urge  you  to  support 
the  NCI  so  that  we  may  work  together  to  eliminate  this  problem. 


STATEMENT  OF  THE  LUPUS  FOUNDATION  OF  AMERICA,  INC. 

The  Lupus  Foundation  of  America,  Inc.  (LFA),  a  national  voluntary  health  agency  with 
more  than  100  affiliate  chapters  across  the  countiy,  represents  people  with  Lupus,  their  families, 
friends,  and  concerned  others.  We  welcome  the  opportunity  to  submit  this  testimony  for  FY  1995 
appropriations  for  the  National  Institute  of  Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS). 
1  he  LFA  acknowledges  and  appreciates  the  past  support  Congress  has  given  to  the  National 
Institutes  of  Health  and  its  constituent  institute,  NIAMS.  This  continued  commitment  to 
biomedical  research  has,  within  the  last  twenty  years,  drastically  reduced  the  high  mortality  rate 
of  Lupus  patients.  Now,  with  earlier  diagnosis  and  more  effective  medical  treatments,  most 
patients  are  living  longer  and  more  productive  lives. 

There  are  two  major  forms  of  Lupus:  Lupus  that  attacks  healthy  tissues  or  organs  of  the 
body  (Systemic  Lupus  Ei^thematosus)  and  Lupus  that  mainly  affects  the  skin  (Discoid  Lupus). 
Systemic  Lupus  Eiythematosus(SLE)  is  a  chronic  autoimmune  disease  in  which  the  body's  immune 
system  goes  awry  and  forms  antibodies  that  attack  its  own  healthy  tissues  and  organs.  SLE  can 
attack  any  organ  of  the  body,  including  the  joints,  kidneys,  brain,  heart  and  lungs.  It  is  the  most 
serious  foim  of  the  disease  and  can  be  life-threatening. 

Discoid  LujMis,  on  the  other  hand,  only  affects  the  skin,  causing  a  rash  and  lesions  often 
found  across  the  face  and  on  the  upper  part  of  the  body.  Although  not  life-threatening,  severe  skin 
disease  can  significantly  alter  the  quality  of  one's  life. 

Doctors  have  estimated  that  at  least  500,000  Americans  suffer  from  one  of  these  types  of 
Lupus,  making  it  more  common  leukemia,  muscular  dystrophy  or  multiple  sclerosis.  Lupus  suffers 
more  from  the  lack  of  public  awareness  than  any  other  major  disease. 
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Lupus  affects  both  men  and  women  of  all  ages  and  races,  however,  nine  out  of  ten  Lupus 
patients  are  women.  Moreover,  Lupus  has  a  significant  and  disproportionate  impact  on  young 
women  between  the  ages  of  15  and  45.  Although  people  of  all  racial  backgrounds  get  Lupus,  the 
prevalence,  incidence  and  mortality  rate  is  three  times  higher  in  black  women  than  in  white  women. 
This  three-fold  increased  incidence  of  SLE  is  also  found  in  women  of  Hispanic  origin,  as  well  as 
women  of  certain  Asian  groups  and  Native  American  tribes. 

Perhaps  the  most  discouraging  fact  about  Lupus  is,  as  yet,  there  is  no  known  cure.  Tlie 
treatment  for  Lupus  can  be  as  debilitating  as  the  disease  itself.  Over  the  years,  treatment  can 
cause  a  compromised  immune  system  often  resulting  in  a  common  cold  holding  the  potential  of 
developing  into  pneumonia  or  other  serious  secondary  infections.  Long-term  steroid  therapy  can 
result  in  osteoporosis.  These  are  just  two  of  the  most  common  side  effects,  thus  adding  additional 
costs  to  society  for  those  who  live  with  lupus. 

In  the  past.  Congressional  support,  and  in  particular  last  year's  House  bill  report  language, 
has  been  an  important  factor  in  providing  funds  to  help  NIAMS  make  important  medical 
breakthroughs  in  the  fight  against  Lupus,  such  as  the  development  of  new  tests  to  diagnose  the 
disease  and  to  measure  disease  activity.  NIAMS  researchers  are  continuing  to  improve  previously 
developed  forms  of  treatment,  as  well  as  to  development  new  ones.  Last  year  the  oncogene  that 
corrects  the  programmed  cell  death  in  the  Lupus  mouse  was  identified. 

Tlie  LFA  is  very  pleased  with  the  high  priority  NIAMS  has  placed  on  developing  a  future 
research  agenda  for  SLE.  The  Institute  will  address  many  of  the  scientific  questions  on  the  cause 
of  Lupus  which  will  lead  to  the  development  of  new  and  improved  treatments  for  the  disease.  For 
the  most  part.  Lupus  is  kept  under  control  with  medications.  The  drugs  most  commonly  used  to 
treat  Lupus  include  corticosteroids  such  as  Prednisone  and  Cytoxan  for  more  severe  problems  and 
nonsteroidal  anti-inflammatory  medications  such  as  ibuprofen  for  milder  cases.  Skin  and  joint 
problems  are  treated  with  hydroxychloroquine,  and  antimalarial  drug  that  is  also  an  anti- 
inflammatory. 

In  the  past  few  years.  House  report  language  has  resulted  in  two  program  announcements 
from  NIAMS  requesting  grants  that  look  into  the  genetic  factors  in  Lupus  as  well  as  requests  for 
grants  to  explore  why  Lupus  is  primarily  a  women's  disease  with  a  high  incidence  among  women 
of  color. 

Last,  and  of  exciting  significance,  is  NIAMS  requested  research  programs  that  will  combine 
biomedical  and  clinical  research  in  a  Center  of  Excellence. 

Kidney  disease,  however,  is  still  universally  feared  among  Lupus  patients  --  it  is  one  other 
most  dangerous  complications  of  Lupus  and  occurs  in  about  a  third  of  all  Lupus  patients.  NIAMS 
researchers  are  conducting  clinical  trials  of  chemotherapy  drugs  such  as  cyclophosphamide,  which 
suppress  the  immune  system  and  help  prevent  kidney  failure.  Again,  the  long-term  side  effects 
have  kept  the  drug  from  being  approved  for  anything  other  than  experimental  use  in  Lupus 
patients. 

Beside  cyclophosphamide,  NIAMS  is  experimenting  with  other  new  therapies  for  Lupus 
nephritis.  The  most  promising  involves  removal  of  immune  complexes  from  the  blood  by  means 
of  plasmapheresis  and  suppressing  the  synthesis  of  disease-related  antibodies  by  the  use  of  lymph- 
node  irradiation.  Lupus  nephritis  is  a  subject  of  great  interest  to  NIAMS  researchers  and,  with 
improved  understanding  of  SLE,  considerable  improvement  has  been  made  in  the  management  of 
Lupus  kidney  disease.  To  date,  it  is  estimated  that  $93  million  in  health  costs  has  ben  saved  each 
year  by  drug  therapy  for  end  stage  renal  disease  which  requires  kidney  dialysis  or  transplantation 
to  sustain  life. 

Since  there  is  a  high  incidence  of  miscarriage  among  Lupus  patients,  NIAMS  researchers 
have  instituted  a  program  that  tries  to  identify  high  risk  women  in  order  to  protect  the  health  of 
the  mother  and  the  life  of  her  unborn  child. 

NIAMS  has  sponsored  a  forum  which  provided  an  in-depth  discussion  of  the  causes  of 
Lupus,  including  immunologic,  genetic  and  environmental  factors;  how  many  kinds  of  Lupus  there 
are;  why  Lupus  is  primarily  a  young  woman's  disease  and  why  SLE  is  much  more  common  in 
African-American  women.  The  LFA  is  particularly  encouraged  by  the  highly  successful  outreach 
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nnd  public  cclucntion  campaign  of  ilic  NIAMS'  Lupus  Task  Foicc  wliicli  seeks  lo  infoiin  Black 
women  about  Ilicir  pailiculai  susccptibilily  to  the  disease. 

Ill  lime  of  financial  crises  such  as  these,  it  is  paiticulaily  impoilani  to  look  at  cost 
effectiveness  of  govcinmcnt-sponsoied  piogiams.  It  has  been  estimated  (he  ccoiioinic  cost  for 
arthritis,  iiuisculoskelelal  and  skin  diseases  is  well  over  $100  billion  per  year.  This  cost  is  in  terms 
of  lost  productivity  by  persons  disabled  by  these  diseases.  In  the  last  few  years  llieie  have  been 
enormous  gains  in  the  fields  of  immunology  and  autoimmunity.  It  is  crucial  the  ncccssaiy  funding 
for  NIAMS  is  provided  so  it  can  continue  its  important  research  and  continue  to  offer  hope  lo 
Lupus  patients.  It  would  be  both  wasteful  and  cruel  not  to  build  on  what  has  already  been 
discovered  and  accomplished. 

In  this  era  of  fiscal  restraint  and  massive  budget  deficits,  support  of  Lupus  research  remains 
a  wise  investment  in  America's  health  and  economic  well-being.  Without  the  commitment  of 
Congress  to  Lupus  research,  thousands  of  women  with  Lupus  will  continue  to  suffer  or  die  because 
promising  treatments  and  potential  cures  were  not  able  to  be  explored. 

All  of  those  with  Lupus  are  looking  to  Congress  to  help  us  continue  to  be  active  and 
productive  members  of  society.  Please  help  us  conquer  Lupus  and  other  common,  costly  and 
crippling  diseases  by  providing  NIAMS  a  budget  of  $250  million  for  FY  1995.  1  his  represents  a 
phase  in  of  tiie  $47  million  parity  over  two  years  with  $4  million  for  inflation. 

We  believe  this  increase  will  have  significant,  positive,  and  cost  effective  health  benefits  for 
the  millions  of  Americans  who  look  to  NIAMS  for  hope.  NIAMS'  mission  is  broad  and  if  it  is  to 
continue  lo  make  progress  these  funds  are  desperately  needed. 


STATEMENT  OF  THE  MATHEWS  FOUNDATION 

On  behalf  of  The  Mathews  Foundation  for  Prostate  Cancer  Research  and  prostate 
cancer  victims  and  their  families  in  all  fifty  (50)  United  States,  I  want  to  thank  you  again 
for  the  opportunity  to  present  this  testimony  to  the  Committee  regarding  the  1995 
Appropriations  Bill  for  the  Department  of  Health  &  Human  Services.  The  Mathews 
Foundation  testified  before  this  Committee's  counterpart  on  the  House  side  in  March 
1993  regarding  the  limited  amount  of  federal  funding  available  for  prostate  cancer 
research  and  the  methods  and  efficacy  used  to  conduct  this  research.  We  will  again  be 
submitting  testimony  to  them  later  this  Spring. 

By  way  of  background,  the  Mathews  Foundation  is  the  only  publicly-suppxsrted 
charity  in  the  world  whose  exclusive  focus  is  the  elimination  of  prostate  cancer  through 
biomedical  research.  Formed  in  1989,  the  Foundation  has  been  granted  501(c)  (3)  status 
by  the  IRS.  The  mission  of  the  Foundation  is  to  reduce  the  suffering  cmd  death  from 
prostate  cancer  through  public  awareness,  education  and  funding  of  research  on  the 
cause,  prevention,  early  detection,  early  intervention  and  treatment  for  prostate  cancer. 

Today  I  again  implore  this  Committee  to  consider  "fair  share  funding"  for 
prostate  cancer  research.  The  disparity  of  federeil  funding  dollars  in  attacking  the  major 
diseases  is  dramatic  and  appalling.  In  FY93,  Congress  appropriated  $50  million  for 
prostate  cancer  research — a  disease  which  will  kill  about  38,000  Americans  this  year.  In 
FY94,  Congress  appropriated  $400  million  for  breast  cancer  research — a  disease  which 
will  kill  about  45,000  Americans  this  year.  In  FY93,  Congress  appropriated  over  $2.6 
billion  for  AIDS  — a  disease  which  will  kill  about  18,000  Americans  this  year. 

To  further  underscore  the  disparity  of  this  allocation,  the  federal  government  will 
spend  approximately  $5  billion  to  treat  prostate  cancer  victims  in  this  same  fiscal  year. 
Is  it  logical  therefore  to  appropriate  only  $50  million  for  research  for  a  problem  that 
costs  over  $5  billion  to  treat?  By  way  of  contrast,  the  cost  of  treatment  for  prostate 
cancer  exceeds  those  of  breast  cancer  and  AIDS  combined. 
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On  July  1,  1994,  the  Mathews  Foundation  will  celebrate  our  fifth  anniversary. 
Prostate  cancer  is  now  man's  most  common  cancer  and  the  only  cancer  whose  incidence 
has  increased  more  than  94%  in  those  five  years.    This  year  the  exf>ected  incidence 

should  exceed  that  of  breast  cancer  for  the  first  time an  American  man  will  be 

diagnosed  with  this  disease  every  2.6  minutes  and  an  American  man  will  die  from  this 
disease  every  13.8  minutes.  Later  this  month,  the  California  Tumor  Registry  will  release 
its  latest  findings  and  they  are  awesome!  Based  on  actual  reported  cases  of  invasive 
prostate  cancer,  the  incidence  of  this  disease  increased  58.9%  during  the  period  from 
1988  until  1991  in  California.  Age-adjusted  rates  for  this  disease  grew  47%  during  the 

same  period  of  time from  98  cases/100,000  men  to  143.6  cases/100,000  men.  For  the 

first  time,  prostate  cancer  was  the  most  frequent  cancer,  all  sites,  all  sexes  in 
California  in  1991.  And  the  national  prostate  cancer  awareness  screening  programs 
didn't  "get  up  to  speed"  until  1992. 

We  are  not  advocating  any  shift  in  funding  from  any  other  type  of  disease 
research.  However,  we  do  believe  that  our  government  should  be  blind  to  all 
considerations  of  race  and  gender  when  funding  disease  research  and  treatment.  We  do 
know  that  every  dollar  invested  in  biomedical  research  produces  a  savings  of  $13  in 
health  care  costs,  absenteeism  and  increased  productivity.  We  also  know  that  Federal 
research  dollars  for  prostate  cancer  are  less  per  case  than  any  of  the  nine  major  cancers 
in  America. 

In  recent  weeks,  several  reports  have  aired  suggesting  that  there  is  little  benefit 
from  prostate  cancer  surgery — even  though  there  has  been  a  six-fold  increase  in  such 
surgeries  over  the  past  several  years.  These  reports  as  well  as  those  questioning  the 
efficacy  of  screening,  as  presented  by  the  national  media,  are  misleading  and 
disingenuous.  The  Mathews  Foundation  has  consistently  stated  that  there  are 
insufficient  resources  in  this  nation  to  underv^ite  surgery  for  every  American  who  has 
prostate  cancer — and  indeed  not  every  prostate  cancer  victim  needs  surgery.  Many 
Americans  will  die  with  prostate  cancer,  but  not  from  it. 

What  we  need  is  research  that  v^U  allow  us  to  more  precisely  detect  the  presence 
of  and  types  of  prostate  cancer  in  order  to  prudently  and  effectively  assist  the  200,000 
Americans  who  will  contract  the  disease  this  year.  Right  now,  we  do  not  know  which 
cancers  will  quickly  grow  and  lead  to  lingering,  painful  death.  We  do  not  know  why 
when  prostate  cancer  strikes  younger  victims,  it  seems  to  occur  in  a  more  virulent  form. 
We  do  not  know  why  it  strikes  African  Americans  at  a  higher  rate  than  Caucasians.  In 
fact,  we  do  not  even  know  what  causes  prostate  cemcer.  What  we  need  is  not  more 
surgeries — ^just  more  answers  at  an  earlier  stage.  That  is  why  we  desperately  need  an 
increase  in  prostate  cancer  research  dollars  now. 

This  Committee  must  also  be  concerned  about  the  percentage  of  all  federal 
monies  intended  for  research  that  actually  is  used  for  direct  research.  The  indirect 
and /or  overhead  costs  are  so  burdensome  that,  our  exp)eriences  suggest,  less  than  50% 
of  all  federal  monies  are  in  fact  received  by  the  researchers.  With  federal  research 
dollars  so  predous,  we  must  demand  that  a  business  approach  to  research  funding  be 
implemented.  At  the  Mathews  Foundation,  for  example,  our  administrative  costs 
average  seven  (7%)  percent  of  all  expenses.  At  a  time  of  shrinking  budgets,  we  must 
ensure  that  every  available  dollar  is  used  for  its  intended  purpose. 

The  method  by  which  Federal  research  dollars  are  appropriated  for  research  has 
consistently  led  to  abuses.  It  is  common  procedure  for  agencies  and  large  institutions  to 
charge  administrative  exf)enses  against  the  appropriated  research  grants.  While  there 
are  indisputable  overhead  expenses  which  must  be  reimbursed,  unless  there  are  clear 
guidelines  as  to  what  can  be  charged  for  administrative  costs,  experience  has 
demonstrated  that  direct  research  suffers. 

There  exists  another  issue  that  must  be  addressed  if  we  are  to  spend  research 
dollars  prudently.  There  is  dearly  great  value  for  all  researchers  to  know  that  a  certain 
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avenue  of  research  has  been  explored— and  to  know  the  results  of  that  research, 
regardless  of  outcome.  There  is  often  just  as  much  potential  knowledge  gained  from 
research  leading  to  a  dead  end  as  there  is  from  research  leading  down  a  more  promising 
avenue. 

At  the  Mathews  Foundation,  we  receive  numerous  requests  for  fimding  research 
info  various  facets  of  prostate  cancer.  Oftentimes  we  are  aware  that  research  identical 
to  that  proposed  in  a  grant  proposal  has  already  been  conducted — but  applicants  are 
not  aware  of  such  work.  Not  only  is  there  an  obvious  need  for  a  central  library/clearing 
house,  available  to  prostate  cancer  researchers,  which  houses  all  previous  and  current 
research  projects  in  any  area  of  the  disease,  but  all  recipients  of  federal  funds  for 
prostate  cancer  research  should  be  required  to  provide  regular  reports  to  this  library  on 
the  results  of  their  efforts.  Had  such  a  process  been  in  place  for  AIDS  research,  many 
duplicate  efforts,  dead  ends  and  millions  of  dollars  might  have  been  saved. 

The  creation  of  such  a  clearinghouse  will  ensure  that  research  will  not  be 
duplicated  and  the  benefits  of  federal  tax  dollars  utilized  for  prostate  cancer  research 
will  be  enhanced.  Such  an  information  repository  can  only  accelerate  the  race  to  find 
the  causes  and  best  means  of  detection  of  and  treatment  for  prostate  cancer. 

We  recognize  that  part  of  the  problem  exists  because  of  various  pressures 
impxjsed  on  researchers  not  to  share  the  results  of  their  research  at  all  stages  of  their 
work,  primarily  because  of  the  competition  for  funding  with  such  constricted 
appropriations.  We  also  realize  that  part  of  the  problem  rests  with  the  lack  of 
coordination  of  the  various  types  of  cancer  research.  The  Mathews  Foundation  believes 
that  experts  in  the  field  of  prostate  cancer,  coupled  with  experts  in  successful  business 
management  provide  the  greatest  opportimity  to  defeat  this  disease. 

To  summarize,  the  Mathews  Foundation  would  stress  the  toUowmg  pnaints: 

1)      More  funding  for  all  types  of  prostate  cancer  research  needs  to  be  appropriated 

immediately,  but  especially  for  basic  science  research;  if  we  do  not  know  what 

causes  this  disease,  we  shall  never  find  an  effective  cure; 
2)    That  grant  funds  need  to  be  directed  at  basic  research  and  not  spent  on 

burdensome  administrative  and  overhead  costs; 
3)       That  a  central  clearinghouse  of  information  on  prostate  cancer  be  established  and 

accessible  to  all  researchers  in  a  computerized,  on-line  format. 
4)      Anyone  accepting  federal  dollars  for  prostate  cancer  research  must  provide  a 

periodic  report,  regardless  of  the  success  or  failures  of  the  research,  that  wall  be 

placed  in  the  public  domain  for  ah  researchers  to  review; 

On  behalf  of  the  Mathews  FoundaHon,  our  correspondent  patients  and  their  families, 
thank  you  for  this  opportunity  to  forward  our  ideas  to  you.  We  pray  that  you  will  hear 
them  and  act  accordingly. 


STATEMENT  OF  MetaNETWORKS,  INC. 

As  part  of  my  remarks,  I  will  focus  on  four  points,  which  address  contemporary  education  issues. 

•  The  Contemporary  Youth  World:  Multiple  Americas 

•  The  Next  America 

•  Proposed  Addition  to  the  Social  Infrastructure 

•  Specific  Funding  Recommendations 
Tlie  Contemporary  Youth  World:  Multiple  Americas 

Today's  American  teenagers  make  up  the  most  unique  generation  of  young  people  ever  to  inhabit  the  earth.  As 
a  group  they  are  more  culturally  aware  and  diverse  than  any  generation  before  them.  Most  adults  have  never  before  lived 
or  even  conceived  of  the  kinds  of  lives  that  today's  young  people  are  living.    Lx)ok  more  closely  at  their  situation. 
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The  cultural  images  American  teenagers  respond  to,  the  music  that  moves  them,  the  clothes  they  wear  —  all  (low 
from  a  culturally  interactive  reality  which  is  itself  a  recent  phenomenon  in  the  country  and  on  the  planet.  For  them  the 
media  is  the  new  melting  pot:  diversity  is  loudly  and  ubiquitously  present,  and  interacting,  on  their  TVs.  But,  in  fact, 
media  is  not  real  life  and  this  variation  on  the  American  melting  pot  image  only  provides  a  part  of  tlie  picture  of  their 
reality:  their  cultural  commonalty  isn't  what  It  first  appears  to  be. 

Even  though  they  participate  in  this  shared,  culturally  diverse  youth  culture,  American  young  people  from 
differing  socio-cultural  and  racial  backgrounds  still  live  in  remarkably  private  and  different  worlds.  Worlds  which  seldom 
intersect,  connect  or  interact.  Teenagers,  for  example,  rarely  ever  venture  into  each  other's  neighborhoods  —  if,  in 
reality,  they  even  know  where  those  neighborhoods  are  -  when  to  do  so  means  to  cross  boundaries  of  race,  class  or 
culture.  When  they  do,  they  often  confront  violence,  hatred  and  anger  that  is  life  threatening.  And  tl>e  schools  and 
Streets  of  our  major  cities  attest  to  the  fact  that  this  rage  and  confusion  is  leaking  over  into  all  parts  of  our  society. 

The  fact  is  that,  while  there  are  huge  cultural  overlaps  in  American  teenage  experience,  the  equally  gigantic 
disparities  make  the  daily  life  of  one  group  of  American  teenagers  a  practically  unfathomable  mystery  to  the  otlier.  Ask 
a  'Homeboy'  about  the  daily  life  of  a  suburban  kid  --  or  question  a  teenage  shopping  mall  expert  about  the  courses  offered 
in  a  typical  inner  city  school... and  tlie  mystery  takes  on  real  and  alarming  substance:  there  are  'multiple  Americas', 
tenuously  coexisting,  while  drifting  farther  and  farther  apart. 

A  result  of  this  daily  isolation  from  each  other  is  that  communication  among  American  young  people  from 
different  root  circumstances  is,  like  that  of  their  adult  peers,  infrequent  —  with  understanding  difficult  and  hard  to  come 
by,  and  with  the  sense  of  a  shared  and  common  future  fleeting,  flimsy  or  often  simply  nonexistent.  The  sad  fact  is  that 
American  young  people  do  not  know  each  other,  or  even  feel  like  they  could  meet  and  interact  if  and  when  they  might 
want  or  need  to. 
Tlie  Next  America 

Without  question  The  Next  America  will  be  different  from  any  previous  America,  uniquely  composed  and  facing 
problems,  obstacles  and  opportunities  that  are  new  and  startling.   Look  quickly  at  three  facts: 

1.  The  New  Demographics. 

Without  even  going  into  much  detail  it  is  clear  that  the  American  social  and  cultural  landscape 
is  in  the  middle  of  a  radical  shift,  based  on  the  simple  fact  that  the  American  demogr.nphic  is  changing 
almost  at  tlie  speed  of  light.  In  every  major  city  across  the  country  this  rapid  demographic  shift  is  the 
order  of  the  day.  The  result  is  a  youth  cohort  unlike  any  ever  before  in  this  country.  A  youth  cohort 
with  multiple  languages,  varied  roots  and  a  huge  variety  of  cultural,  social,  political  and  religious 
expectations  and  experiences.  A  youth  cohort  that,  as  the  Next  America,  is  about  to  assume  its  adult 
responsibilities,  ready  or  not. 

As  a  result  of  shifting  denrjgraphics,  our  schools  are  struggling;  our  service  delivery  systems  are 
often  overwhelmed.  We  have  a  limited  understanding  of  how  to  bring  this  new  cohort  into  the 
workforce. 

2.  The  Technological  Revolution. 

A  technological  revolution  is  radically  altering  the  ways  we  can  and  do  relate  to  each  other, 
conduct  business  and  deal  with  ourselves.  It  is  now  commonplace  jargon  to  talk  about  a  magical  new 
superhighway  that  can  deliver  any  kind  of  information  to  any  person  at  any  time  in  any  place  -  if  that 
person  is  correctly  linkedll   Interactive  communication! 

The  Next  America  is  going  to  be,  partly,  a  product  of  this  revolution.  The  emerging  technologies 
are  going  to  influence  and  shape  everything,  including:  how  we  control  and  distribute  information  and 
resources,  what  skill  bases  are  necessary  for  access  to  leadership/management  roles  and  responsibilities; 
how  we  interact  (or  fail  to  interact)  within  the  new  reality  produced  by  tlie  demographic  shift  and  tlie 
cultural  diversification  of  the  country.   We  must  prepare  young  people  for  these  advances. 
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3.  The  rivotal  Social  Issues. 

Few  predicted  over  that  pasl  decades  that  we  were  entering  a  period  when  violence,  personal 
safety  and  sense  of  basic  security  would  be  dominant  American  social  issues.  Pew  envisioned  schools, 
entered  through  metal  detectors,  where  guns  were  more  topical  than  homework  or  excellence  of 
performance.  And  few  guessed  that  we  would  seem  to  have  so  few  tools  to  effectively  address  these 
issues  as  they  surge  through  our  adult  world  -  and  rage  through  our  youth  culture.  But  this  is  the 
situation  -  and  that  is  the  case. 

It  is.  therefore,  imperative  that  we  invest  energy  and  resources  now  in  securing  a  base  from  which 
our  teenagers  (in  all  of  their  social,  economic  and  cultural  diversity)  can  focus  with  each  other  on  our 
common  problems  and  on  the  necessity  and  possibility  of  their  solutions.  We  must  train  them  to  work 
and  live  together. 

Proposed  Addition  to  the  Social  Infrastructure 

What  I  am  suggesting  is  that  for  very  few  dollars,  we  can  immediately  focus  on  a  core  but  very  avoided  task: 
establishing  vehicles  that  promote  interactive  communication  among  the  distinct  segments  of  our  youdi  population,  so  (hat 
they  meet  each  other  and  become  better  equipped  through,  education  and  training  programs,  to  wrestle  together  with  the 
issues  which  confront  them.  Let  me  site  as  a  specific  example  the  infrastructure  model  we  are  developing:  The  Center 
for  the  Next  America. 

Proposed  and  being  developed  as  a  unique  collaboration/partnership  of  public  and  private  resources  and  interests, 
(including  Columbia  University,  The  College  Board,  AT&T,  a  network  of  Community-Based  Organizations,  W.K. 
Kellogg  Foundation  and  melaNetworks~> Inc.)  The  Center  for  the  Next  America  will  be  a  training  and  information 
complex,  coupling  state-of-the-art  technologies  wiUi  the  best  hands-on  experiential  training.  It  will  function  like  an 
executive  conference  center. ..for  teenagers,  bringing  together  young  people  from  all  aspects  of  the  culturally  diverse  youth 
cohort  to  meet,  talk,  interact,  reflect,  engage  and  work.  It  will  take  on  the  issues  that  are  most  important  to  them  and 
their  peers  —  and  will  offer  training  in  the  most  advanced  systems  and  tools  available.  It  will,  simply  put,  take  die  most 
effective  human  and  organizational  development  training  strategies  (now  used  in  business  or  university  or  government 
settings)  and  make  them  available  to  young  people. 

By  using  the  resources  of  community  based  organizations,  local  business  and  parental  involvement,  the  Center 
for  the  Next  America  offers  hope  for  positive  change  because  it  will  effectively  market  values,  communicate  vision  and 
provide  practical  assistance  and  support  to  the  present  generation  of  teenagers  who  will  assume  leadership  roles  and 
responsibility  in  The  Next  America. 
Specific  Funding  Recommendations 

I  want  to  make  several  speciFic  suggestions  to  the  Subcommittee  related  to  ways  to  encourage  this  kind  of  social 
infrastructure  development: 

1)  In  the  proposed  School-To-Work  legislation,  allocate  resources  for  initiatives  and  activities  that  recognize 
these  emerging  issues  and  that  encourage  the  kinds  of  public-private  partnerships  described  above.  Make 
sure  that  tlie  partnerships  diat  are  funded  reflect  the  new  demographic  realities,  so  that  they  encourage 
and  foster  broad-based  ownership  of  programs. 

2)  Direct  the  US  Department  of  Education  to  take  these  issues  into  careful  consideration  as  it  implements 
its  Professional  Development  and  Technology  Initiatives. 

3)  Fund  one  or  two  national  pilot  demonstration  programs  dealing  with  the  issues  sited  by  Increasing  the 
monies  available  to  Uie  Fund  for  Innovation  In  Education.  A  $2-SM  Increase  over  last  year's 
appropriation  can  leverage  major  Impact. 

4)  Write  Into  appropriations  language  a  commitment  to  support  and  encourage  the  kinds  of  proactive 
Initiatives  called  for  in  this  testimony.  This  will  explicitly  put  the  federal  government  on  record  -  and 
will  therefore  encourage  both  stale  and  local  governments  to  expend  resources  on  diese  issues. 

Thank  you  Mr.  Chairman,  that  concludes  my  testimony.   I  would  be  happy  to  answer  any  questions. 
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STATEMENT  OF  THE  MICROSCOPY  SOCIETY  OF  AMERICA 

At  your  invitiation,  we  are  submitting  this  statement  for  the  record  in  lieu  of  giving 
testimony  on  the  NIH  proposed  budget  for  FY  1995.  On  behalf  of  the  Microscopy  Society  of 
America,  we  are  commenting  specifically  on  the  Shared  Instrumentation  Grant  Program  (SIG) 
at  the  National  Center  for  Research  Resources  (NCRR)  at  the  NIH.  We  are  extremely 
concerned  that  the  Shared  Instrumentation  Grant  (SIG)  Program  declined  so  precipitously  in 
funding  from  $32.5  million  in  FV  1991  to  $8.7  million  in  P»'  1992.  This  supposed  1  year  cut 
has  been  retained  with  the  Pr'95  funding  level  set  at  only  $9.5  million.  In  our  opinion,  the 
need  for  scientific  instrumentation  should  be  one  of  the  scientific  priorities  considered  in  a 
comprehensive  health  research  plan.  We  feel  it  is  important  for  the  Subcommittee  to  hear  the 
views  of  the  scientists  who  perform  the  research  supported  by  NIH  on  the  critical  need  for 
instrumentation. 

Instrumentation  provides  the  researcher  with  powerful  tools  to  work  at  the  molecular 
level  of  human,  animal  and  plant  cells.  The  secrets  of  disease  and  life  processes  such  as 
aging  are  beginning  to  open  to  new  approaches.  Equipment  such  as  gene  sequencing  units 
enhances  the  ability  of  the  scientist  to  develop  gene  therapy  techniques.  Electron  and  atomic 
force  microscopes  enable  the  scientist  to  explore  the  function  and  structure  of  the  cell. 
Equipment  such  as  Nf^R  imagers,  coupled  hybrid  mass  spectrometers  and  scanning  laser 
confocal  microscopes  permit  the  research  scientist  to  unlock  the  secrets  contained  within  the 
cell.-' 

This  SIG  Program  is  the  only  source  of  funds  for  instrumentation  purchases  in  the 
$100,000  to  $400,000  category  for  biomedical  researchers,  a  category  of  equipment  that  is 
too  costly  to  fund  on  ROI's.  The  SIG  program  enables  researchers  to  purchase  new  state-of- 
the-art  equipment,  upgrade  existing  equipment  and,  very  importantly,  develop  the  next 
generation  of  Instruments  with  which  to  study  cells  at  the  molecular  level.  The  SIG  is  also  a 
very  cost-effective  program  because  a  large  number  of  investigators  share  the  equipment. 
The  SIG  together  with  the  Biomedical  Research  Technology  Program  (also  administered  by 
NCRR),  provide  most  of  the  national  access  to  state-of-the-art  biomedical  instrumentation. 

Unfortunately,  instrumentation  is  increasing  in  cost  while  resources  for  funding  are 
decreasing.  The  cut  to  SIG  funding  in  1992  was  originally  presented  as  a  one-time  only  cut. 
Our  certain  knowledge  is  that  continuing  this  cut  into  the  fourth  year  (F^  '95)  will  have  severe 
effects  on  scientific  efforts  and  may  be  short-sighted  for  long-term  biomedical  progress.  In 
fact,  the  very  low  level  of  funding  in  the  SIG  program  was  one  of  the  most  serious  concerns 
raised  repeatedly  by  scientists  participating  in  the  recent  NCRR  Strategic  Planning 
Workshop. 

We  feel  strongly  that  a  high  priority  should  be  given  to  restoring  the  SIG  program  to  its 
former  level  of  $32.5  million.  The  SIG  budget  request  for  $9.5  million  is  simply  not  sufficient 
to  support  real  progress  in  health  research.  In  addition,  in  order  to  keep  pace  with  the 
biotechnology  field,  the  SIG  will  need  to  grow  at  a  rate  commensurate  with  scientific  need 
after  that.  The  SIG  program  should  be  seen  as  an  important  priority  in  its  own  right.  For 
example,  it  should  not  grow  at  the  expense  of  funding  for  major  national  instrumentation 
facilities  (the  BRT  Program)  nor  should  it  compete  with  investigator  initiated  (R01)  funding. 
The  Subcommittee's  consideration  of  the  urgency  of  these  needs  is  appreciated.  Since  we 
represent,  in  general,  the  interests  of  a  loose  consortium  of  about  20,000  scientists  and 
several  scientific  Societies,  we  would  be  happy  to  provide  any  further  information  that  you 
would  find  helpful. 


STATEMENT  OF  THE  NATIONAL  ALOPECIA  AREATA  FOUNDATION 

Mr.  Chairman  and  members  of  the  Senate  Subcommittee  on  Appropriations  for  the 
Departments  of  Labor,  Health  and  Human  Services,  and  Education,  thank  you  for  the 
opportunity  to  present  a  written  statement  on  behalf  of  the  National  Alopecia  Areata 
Foundation  (NAAF)  to  update  you  on  some  significant  progress  being  made  in  this  area, 
and  about  the  need  for  a  general  funding  increase  for  the  National  Institute  for  Arthritis, 
Musculoskeletal  and  Skin  Diseases  (NIAMS)  in  an  effort  to  aid  those  suffering  from  the 
disease  alopecia  areata. 

Alopecia  areata  is  a  disease  of  the  hair  follicle  which  causes  sudden  hair  loss  ranging  from 
patches  the  size  of  a  quarter  to  the  loss  of  every  hair  on  the  body,  including  eyelashes  and 
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eyebrows.    Alopecia  areata  strikes  every  ethnic  group  and  age,  but  most  often  strikes 
children  between  the  ages  of  five  and  nine.    Although  not  life-threatening,  the  disease  is 
certainly  life-altering,  and  its  sudden  onset,  recurrent  episodes,  and  unpredictable  course 
disrupt  the  lives  of  all  involved.    Alopecia  areata  will  strike  about  one  percent  of  us  by  age 
50.    There  is  no  known  cure. 

IMPACT  OF  ALOPECIA  AREATA 

Alopecia  areata  is  more  than  simply  a  cosmetic  problem.    It  impacts  all  areas  of  your  life, 
including  your  sense  of  self-worth,  family  and  social  life,  and  choice  of  career.    Physically, 
your  eyes  are  no  longer  protected  from  dust  and  dirt,  you  head  is  not  insulated  from  cold 
and  heat,  and  your  arms  and  legs  no  longer  move  without  the  pain  of  friction.    The 
psychological  pain  is  even  greater,  as  the  loss  of  hair  can  contribute  to  depression,  poor 
self-confidence,  and  a  general  sense  of  vulnerability  and  isolation. 

Those  with  alopecia  areata  want  you  to  understand  a  little  of  how  this  feels.    Parents  of 
children  with  alopecia  areata  want  you  to  know  that  classmates  make  fun  of  their  loved 
ones.    They  want  you  to  know  that  their  children  are  being  expelled  from  school  for 
wearing  a  hat,  their  only  scant  refuge  from  ridicule.    And  that  misinformed  school  officials 
are  sidetracking  them  into  special  education  classes  or  abandoning  them  in  "behavior" 
groups.    Siblings  want  you  to  know  that  neighborhood  kids  won't  play  with  them  because 
their  brother  or  sister  has  no  hair.    Above  all,  anyone  who  must  live  with  alopecia  areata 
wants  you  to  know  that  people  who  should  know  better  fear  the  disease  and  shun  those 
who  have  it  simply  because  they  are  different. 

Because  so  little  is  known  about  the  cause  of  alopecia  areata,  treatments  are  mostly 
ineffective  or  simply  cosmetic.    Compounding  our  lack  of  knowledge  is  the  fact  that  many 
insurance  companies  do  not  cover  the  cost  for  individuals  seeking  diagnostic  procedures  or 
treatments. 

NAAF 

The  National  Alopecia  Areata  Foundation  (NAAF)  was  created  in  response  to  this  pain  and 
confusion,  and  is  the  largest  private  funding  agency  in  the  world  supporting  research  on 
alopecia  areata.    In  the  twelve  years  since  its  inception,  the  Foundation  has  been  able  to 
fund  and  promote  research,  create  a  network  of  support  groups,  and  make  major  strides  in 
educating  both  the  medical  profession  and  the  general  public. 

In  the  past  three  years,  the  NAAF  has  raised  over  a  half-million  dollars  for  research  and  has 
awarded  grants  to  qualified  investigators  at  university  centers  in  the  United  States,  Canada, 
and  Europe.    The  Foundation's  research  awards  are  given  on  a  competitive  basis  after  the 
proposals  have  been  reviewed  by  a  medical  advisory  board  on  medical  and  technical 
grounds. 

The  NAAF  has  more  than  50  support  groups  around  the  country  providing  medical, 
research,  cosmetic,  and  insurance  information  a  well  as  companionship  and  reassurance.    At 
any  one  time,  approximately  2,400  people  participate  in  NAAF-sponsored  support  groups. 
The  Foundation  produces  a  newsletter  six  times  a  year.    An  international  conference  to 
provide  medical  and  coping  information  and  support  brings  people  together  from  all  over 
the  world. 

The  Foundation  also  works  tirelessly  to  inform  government  officials  in  an  eflbrt  to  win 
federal  funding  for  alopecia  areata  research.    The  most  significant  result  of  this  effort  was 
the  first-ever  Research  Workshop  on  Alopecia  Areata  co-sponsored  in  1990  with  the 
National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS),  an  institute 
of  the  National  Institutes  of  Health  (NIH). 

ROLE  OF  NIAMS 

The  October,  1990  Research  Workshop  on  alopecia  areata  brought  together  experts  from 
around  the  world  to  summarize  our  current  knowledge  and  focus  on  specific  questions  that 
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need  to  be  answered  in  order  lo  understand  what  the  malfunction  is  in  the  disease.    The 
papers  presented  and  the  interactions  between  the  clinicians  and  researchers  have  set  tiie 
stage  for  a  breakthrough— but  the  symposia  was  only  the  first  step  in  a  critical  partnership. 
Although  NAAF  is  the  largest  private  donor  in  the  field  of  alopecia  areata  research,  we 
cannot  find  a  cure  without  NIAMS.    The  leadership  of  NIAMS  is  critical  to  the  success  of 
efforts  to  find  a  cure  for  alopecia  areata  for  several  reasons: 

1.  When  NIAMS  funds  research  in  a  given  area,  researchers  see  it  as  a  priority  and 
invest  their  time  and  talents.    1  his  investment  of  thought  is  critical  to  model- 
building.    Research  without  it  will  be  piecemeal  and  unconnected. 

2.  With  the  support  of  NIAMS,  researchers  studying  other  diseases  are  more  likely 
to  be  aware  of  the  importance  of  alopecia  areata,  and  reanalyze  their  work  for  any 
relevant  applications.    Breakthroughs  on  one  condition  are  often  due  to  research 
conducted  for  another;  but  it  is  not  a  matter  of  simple  luck.    In  order  for  this  to 
happen  for  alopecia  areata,  researchers  must  be  aware  of  its  existence  and  impact. 

3.  The  support  of  NIAMS  enables  more  researchers  to  enter  into  a  series  of  studies 
that  can  build  towards  finding  a  cause  and  cure  for  alopecia  areata. 

We  are  currently  planning  a  Second  Research  Workshop  on  Alopecia  Areata  to  assess  what 
we  have  learned  since  1990,  and  to  focus  on  what  we  need  to  know.    It  will  be  held  on  the 
Nil  I  campus,  mostly  funded  by  the  National  Alopecia  Areata  Foundation.    We  would 
appreciate  any  support  from  NIAMS  for  this  workshop. 

The  Foundation  believes  that  NIAMS  could  do  more,  if  more  resources  were  available.    We 
are  concerned  with  the  long-term  trend  of  under-funding  NIAMS.    It  has  the  lowest  pay 
line  of  any  of  the  institutes  in  the  NIH,  and  thus  it  must  turn  away  many  research  grants 
which  are  deserving  of  support.    Increasing  the  appropriations  and  improving  the  pay  line 
would  indicate  that  this  Institute  is  a  priority,  and  would  allow  more  research  to  be  done  in 
critical  areas  of  NIAMS  research  like  alopecia  areata.    For  example,  with  an  increase  in 
funds,  it  may  be  possible  for  NIAMS  to  help  support  the  only  non-human  animal  model 
with  alopecia  areata.    It  would  then  be  possible  to  conduct  significant  studies  on  alopecia 
areata. 

We  hope  that  NIAMS  will  continue  their  progress  towards  funding  research  in  alopecia 
areata:  the  call  for  research  has  been  made,  and  we  hope  grants  will  be  funded. 

UNRESOLVED  ISSUES  IN  ALOrECIA  AREATA 

It  is  still  not  clear  whether  alopecia  areata  is  an  autoimmune  disease  or  an  immunemediated 
disease.    Research  has  shown  that  the  immune  system  is  involved,  that  the  disease  responds 
to  a  variety  of  immunomodulating  treatments,  that  those  with  alopecia  areata  may  have  a 
higher  incidence  of  circulating  antibodies  against  other  body  organs  or  tissues,  and  that 
family  members  have  a  higher  incidence  of  autoimmune  disease. 

So  far  no  one  has  successfully  shown  antibodies  directed  against  any  specific  constituent  of 
the  hair  follicle.    Currently  the  Foundation  is  supporting  research  in  Denver,  New  York, 
San  Francisco,  and  Copenliagen  where  the  investigators  are  looking  into  possible  target  sites. 

The  Foundation  has  also  funded  work  focusing  on  the  hair  bulge;  this  research  in  New 
York  and  Philadelphia  has  now  been  awarded  a  NIAMS  grant  and  will  continue  to  evaluate 
the  role  of  the  hair  bulge  in  the  control  of  the  hair  follicle  cycle. 

RECOMMENDATIONS  AND  CONCLUSION 

We  respectfully  submit  to  the  Committee  a  request  that  funding  for  NIAMS  be  increased  to 
create  parity  with  the  other  institutes  at  NIH  by  increasing  the  appropriation  by  $47  million 
over  the  next  two  years. 

Over  two  and  one  half  million  Americans  with  alopecia  areata,  many  of  them  children,  are 
depending  on  us.    Together  we  can  find  a  cure  for  alopecia  areata.     Please  continue  to  help 
us  build  on  the  gains  that  you  and  others  have  provided  for  in  research  activities. 
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STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF  REGULATORY 

UTILITY  COMMISSIONERS 

Good  morning.  I  am  Commissioner  Scott  A.  Neitzel  of  the  Wisconsin  Public  Service 
Commission.  I  also  serve  on  the  Committee  on  Energy  Conservation  of  the  National  Association 
of  Regulatory  Utility  Commissioners  (NARUC),  on  whose  behalf  I  am  testifying  here  today. 

The  NARUC,  which  represents  the  State  regulatory  bodies  responsible  for  regulating  the 
rates  and  services  of  electric  and  gas  utilities  throughout  the  United  States,  has  a  long-standing 
commitment  to  the  Low  Income  Home  Energy  Assistance  Program  (LIHEAP)  and  greatly 
appreciates  the  opportunity  to  present  its  views  on  the  FY  1995  budget  request  for  the  program. 
It  also  wishes  to  express  its  gratitude  to  Congress  for  approving  $300  million  from  the  LIHEAP 
Emergency  Reserve  Fund  to  help  ease  the  burden  faced  by  low  income  consumers  in  this 
inordinately  severe  winter. 

We  are  pleased  to  testify  with  other  members  of  the  LIHEAP  Coalition,  who  are  united 
in  opposition  to  the  proposed  50  percent  reduction  in  LIHEAP  funds.  A  cut  of  this  magnitude 
would  indeed  have  devastating  impacts  on  many  States,  including  mine,  in  terms  of  both  the 
hardship  that  could  result  for  individual  families  and  the  potential  for  increasing  the  already 
disproportionate  energy  burden  for  all  residential  households,  including  those  very  same 
individual  low-income  families. 

LIHEAP  is  a  program  designed  to  address  the  specific  need  of  low-income  families  of 
meeting  their  monthly  energy  expenses.  LIHEAP  helps  maintain  vital  utility  service.  Many  of 
the  families  who  receive  LIHEAP  benefits  are  the  working  poor.  These  are  people  living  on  the 
edge  of  poverty  who  need  this  assistance  to  avoid  falling  deeper  in  debt  and,  possibly,  being 
forced  out  of  their  homes.  The  LIHEAP  statute  also  pennits  States  to  use  a  percentage  of  the 
LIHEAP  allotment  toward  making  low  income  homes  more  energy  efficient.  This  is  something 
that  truly  sets  this  program  apart  from  other  benefit  programs. 

State  utility  regulators  see  the  impact  of  LIHEAP  not  only  in  real  economic  terms,  but 
in  human  terms  as  well.  There  have  been  instances  where  shutoffs  have  had  tragic  consequences. 
Those  who  have  lost  utility  service  often  resorted  to  using  unsafe  space  heating  devices,  some 
of  which  have  caught  fire  and  destroyed  homes  and  lives.  Shutoff  moratoria,  which  exist  in 
many  States  (see  attached  listing),  can  help  prevent  more  tragedies  from  occurring,  but  they  likely 
only  postpone  termination,  and  they  are  not  a  substitute  for  assistance.  LIHEAP  represents  a 
stepping  stone  to  self-sufficiency,  helping  low-income  households  better  cope  with  their  energy 
burden  by  making  utility  service  more  affordable. 

It  is  often  argued  that  States  and  utilities  are  not  doing  enough  and  are  relying  on  the 
Federal  government  to  provide  the  assistance  that  is  needed.  This  simply  is  not  true.  According 
to  data  from  the  Department  of  Health  and  Human  Services  and  the  LIHEAP  Qearinghouse, 
$216  million  in  State  funds  were  claimed  and  accepted  as  leveraged  resources  for  LIHEAP  in 
FY  1992.  In  addition,  many  utilities  provide  discounts,  credits  and  weatherization  for  LIHEAP- 
eligible  households.  Unfortunately,  State  leveraged  and  utility  fund  dollars  are  not  enough  to 
cover  the  huge  gap  (about  $7  billion)  that  exists  between  what  is  needed  to  provide  assistance 
to  eligible  LIHEAP  recipients  and  current  Federal  resources  have  been  appropriated  for  LIHEAP. 

Further  many  States  have  used  LIHEAP  as  a  cornerstone  of  a  strategy  that  seeks  to 
partner  utility,  customer  and  federal  funds  to  lower  both  usage  and  costs,  thereby  reducing  the 
gap  between  energy  costs  and  ability  to  pay,  and  avoiding  costly,  wasteful  and  unnecessary  utility 
expenses  that  only  serve  to  drive  up  rates.  Without  Federal  assistance  from  LIHEAP,  the  ability 
to  maintain  stable  utility  rates  may  suffer.  Uncollectible  accounts,  which  are  often  the  result  of 
ratepayers'  inability  to  meet  their  utility  payments,  are  likely  to  rise.  The  result  is  that  all  utility 
customers,  including  those  who  are  least  able  to  afford  it,  will  see  their  rates  increase  to  make 
up  for  this  "bad  debt." 
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In  addition,  the  proposal  to  cut  LIHEAP  is  completely  inconsistent  with  the  Federal 
government's  other  policies  of  bringing  more  competition  to  electric  and  gas  utility  markets. 
Congress,  in  enacting  the  Energy  Policy  Act  pf  1992,  allowed  more  competitors  to  enter  the 
electricity  utility  business.  At  the  same  time,  tfee  Federal  Energy  Regulatory  Commission's  gas 
industry  restructuring  rule,  Order  636,  has  unbundled  services  to  local  distribution  gas  companies, 
forcing  these  companies  compete  for  gas  supplies  at  competitive  prices.  The  result  of  these 
policies  has  been  that  traditional  electric  and  gas  utilities  Hnd  themselves  in  a  much  more 
competitive  environment,  with  the  threat  of  losing  out  to  competitors  if  they  do  not  reduce  their 
costs  of  service.  State  commissions  are  doing  all  they  can  to  keep  electric  and  gas  utilities 
competitive  by  eliminating  supports  embedded  in  rates  and  allowing  these  utilities  to  offer 
incentive  rates  to  keep  their  large  customers.  While  these  efforts  are  under  way,  it  makes  no 
sense  for  the  Federal  government  to  reduce  protection  to  the  customers  who  are  the  most 
vulnerable  to  some  of  the  negative  effects  of  competition.  In  particular,  I  am  referring  to  low- 
income  captive  ratepayers. 

In  conclusion,  the  NARUC  is  supportive  of  the  Administration's  and  Congress'  efforts  to 
reduce  the  budget  deficit.  We  know  that  difficult  budget  choices  will  have  to  be  made.  In  fact, 
LIHEAPs  funding  already  has  been  cut  by  40  percent  since  fiscal  year  1985,  which  means  it  is 
reaching  fewer  and  fewer  people.  The  unfortunate  fact  is  that  LIHEAP  dollars  reach  a  little  more 
than  one-quarter  of  all  those  households  nationwide  who  are  eligible,  and  the  cut  being  proposed 
by  the  administration  would  mean  that  up  to  2.6  million  more  low-income  households  and  7.3 
million  individuals  would  be  left  without  any  energy  assistance  next  winter.  Therefore,  cutting 
funds  for  LIHEAP,  a  program  that  is  consistent  and  complimentary  to  the  other  policy  goals  of 
promoting  competition  in  energy  markets  and  helping  the  working  poor  stave  off  total 
dependence  on  government  assistance,  is  not  the  answer  to  our  Nation's  budget  woes.  On  behalf 
of  the  NARUC,  I  ask  this  committee  to  reject  the  Administration's  budget  request  for  LIHEAP. 

Thank  you,  and  I  would  be  happy  to  answer  any  questions  you  may  have. 

TABLE  108  -  SPECIAL  RULES  FOR  DISCONNECTION  DURING  EMERGENCY  (ELECTRIC  AND  GAS) 
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Irief  Oeteriptioo  of  any  Special  Rules  Regardinj  Disconnection 
of  Residential  Electric  or  Gas  Utility  Service  During 

Extreme  Weather  or  Other  Emergency  Conditions 

Special  orders  are  iisued  in  extreme  weather. 
Rettriction  for  seriously  III,  elderly,  handicapped,  etc. 
Not  permitted  when  next  day's  tenperature  to  go  below  32'. 
Not  permitted  uhen  actual  or  forecast  tenp.  32'  or  below,  or 
during  medical  emergency.  Special  notice  required  for  elderly 
or  handicapped  customers. 

Not  nermitted  any  time  If  detrimental  to  health  and  safety.    . 
Not  permitted  any  ttme  if  detrimental  to  health  (Dr.  certified) 
and  inability  to  pay  has  been  established.       ^  .  ,,  ,, 
Not  oennitted  for  hardship  cases  between  Nov.  1  and  April  15. 
Not  permitted  between  Nov.  15  and  March  31  If  8:00  AM  anient 
air  tenperature  ia  20*  or  below  on  scheduled  disconnect  day. 
Additional  notice  required  in  winter,  tanned  in  medical  emergency 
Not  permitted  If  forecast  tetip.  is  32*  or  below  next  2*  hrs 
Mnf  p>rmltted  on  weet^nds  end  holidays 

-■"■SS"*'.  -J I  •  •  A^  1  #  ^  I  >e  t  fKif  r' 


ii/iri/lS,  not  permitted  if  customer  agrees  to  pay  arrears  by 
11/15,  pay'all  bills  by  due  date,  I  temp,  ia  forecast  next  2* 

hours  below  32*.  ,.   ^       ^  •       t-y 

Not  permitted  when  teep.  it  forecast  for  next  24  hrs  below  32 
Utility  practice  not  to  ditconnect  customert  on  life  support  sys. 
Not  permitted  between  Dec.  and  Feb.  unless  utility  certifies 
household  contains  no  minors,  elderly,  or  infirm. 
Not  permitted  If  forecast  teep.  for  next  24  hrt.  It  32  or  below. 
Required  to  trrange  payment  plan  for  low- income  customers. 


12/1-3/15  not  for  cmtomers  eligible  for  State  Assistance. , 

il/1-4/1  'not  permitted  for  customers  eligible  for  energy  assist- 
ance under  LIHEAP.  After  moratorium  period,  utility  ia  required 
to  offer  payment  plan  to  spread  repayment  over  a  longer  time. 
Not  permitted  between  11/1  and  3/31  If  forecast  teep.  for  next 
24  h~™  It ~3".  Customers  must  meet  -Good  Faith  Test",  arrange 
payment  schedule  and  make  all  payments  on  time. 
Dee  -March,  not  permitted  if  customer  shows  certificate  of 
need  pays  lower  of  $200  or  1/3  of  bill  and  arranges  payments. 
Not  Mrmitted  if  health  endangered  and  customer  is  either 
uiable  to  pay  or  able  to  pay  only  In  installments. 
Not  permitted  If  customer  entert  into  payment  arrangement. 
11/15-4/15.  ""d  PtJC  acorovat, ^ 
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TABLE  108  -  SPECIAL  RULES  FOR  DISCONNECTION  DURING  EMERGENCY  (ELECTRIC  AND  GAS) 
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gas  utilities. 

Termination  banned  Airing  medical  emergency. 
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Required  to  arrange  payment  plan. 

NEW  JERSET  BRC 

NEW  MEXICO  PUC 
NEW  TORK  PSC 

NORTH  CAROLINA 

UC 
NORTH  DAKOTA  PSC 

Tes 

No 
Tes 

Tes 
No 

12/21/87 

10/19/81 

11/80 
1981 

CR 

S-PSL, 
S  32 

CR 

11/15-3/15,  not  permitted  for  customer  on  public  assistance  or 

elderly,  handicapped,  or  during  medical  emergency. 

Informal  agreement  not  to  put  customers  In  Jeopardy. 

11/1-4/15,  special  notice  required.  Prohibited  If  danger  to 

health/safety  or  customer  uiable  to  manage  resources  due  to 

physical/mental  handicap. 

Between  11/1-3/31,  not  permitted  for  elderly  handicapped  who 

quality  for  low- income  energy  assistance. 
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Banned  during  medical  emergency. 

Special  notice  procedures  12/1-3/31,  teiiperature-based. 

sec  urges  utilities  to  avoid  discomection  in  extreme  weather. 

Required  to  arrange  payment  plan. 

Not  permitted  Nov. -March  If  low-income  customer  pays  7X   of 

income.  Banned  during  medical  emergency. 

No  disconnect  11/1-3/31  for  residential.  Required  to  arrange 
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Tettoerature-based  restrictions. 
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STATEMENT  OF  THE  NATIONAL  CAPTIONING  INSTITUTE,  INC. 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  submit 
testimony  in  support  of  funding  for  the  Department  of  Education's 
Media  and  Captioning  Services  division.  This  program  supports 
thousands  of  hours  of  captioned  television  programs  annually. 

The  National  Captioning  Institute  (NCI)  urges  the  committee  to 
increase  funding  for  Media  and  Captioning  Services  for  FY  1995  by 
$1  million  above  the  current  level  of  $18,642  million  to  provide 
funding  for  the  captioning  of  cable  programming. 

Additionally,  NCI  requests  that  the  committee  add  a  provision 
to  the  Department  of  Education  appropriations  bill  that  requires 
that  all  educational  television  and  video  programming  funded  with 
federal  funds  be  captioned. 
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NCI  is  a  nonprofit  corporation  created  with  the  help  of 
Congress  in  1979.  The  National  Captioning  Institute  introduced  the 
closed-captioning  television  service  in  March  1980.  In  its  14-year 
history,  NCI  has  expanded  access  to  entertainment  media  for  deaf 
and  hard-of -hearing  people.  In  addition,  NCI  has  the  sole 
responsibility  for  TeleCaption  decoder  development,  consumer 
research,  public  awareness  efforts,  and  many  other  activities. 
Headquartered  in  Falls  Church,  Virginia,  it  has  offices  in 
Hollywood,  New  York  City,  and  Peterborough,  England. 

Federal  funding  is  largely  responsible  for  the  evolution  of 
the  captioning  service.  It  was  federal  funds  that  helped  establish 
NCI  and  it  has  been  federal  funds  that  have  expanded  the  amount  of 
captioned  programming  on  television. 

In  1980,  when  NCI  began  its  captioning  service,  only  16  hours 
per  week  of  television  was  captioned.  Today,  as  a  result  of 
federal  funding,  over  835  hours  of  network,  public  television, 
syndicated,  and  cable  programming  are  available  per  week.  ABC, 
NBC,  and  CBS  now  broadcast  over  80  percent  of  their  programming 
with  captions.  PBS  has  captions  on  all  of  its  nationally 
distributed  programming. 

Congress  has  also  expanded  the  captioning  service  by  passing 
legislation,  the  Television  Decoder  Circuitry  Act,  requiring  that 
televisions  be  equipped  with  built-in  captioning  capability.  The 
decoder  circuitry  act,  implemented  last  year,  ensures  that  20 
million  households  each  year  will  gain  access  to  captions. 

With  this  new  viewer  access  to  captions,  there  has  been  an 
increased  demand  for  more  captioned  programming.  Congress  can 
continue  its  leadership  role  in  the  expansion  of  this  service  by 
increasing  funding  for  Media  and  Captioning  Services  to  allow  for 
greater  captioning  on  cable. 

According  to  NCI  research  reported  in  May,  1992,  closed- 
caption  viewers  subscribe  to  cable  at  a  rate  higher  than  the 
national  average  (72%  v.  62%).  They  also  subscribe  to  pay-TV  at  a 
rate  higher  than  the  national  average  (39%  v.  26%). 

NCI  believes  that  the  cable  industry  wants  to  make  its 
programs  more  accessible  to  deaf  and  hard-of-hearing  customers. 
Federal  funds  are  necessary  to  make  this  happen,  just  as  federal 
dollars  were  needed  to  encourage  the  broadcast  networks  to  expand 
the  amount  of  captioning  on  their  programming. 

NCI  also  urges  the  subcommittee  to  add  a  provision  in  the 
Department  of  Education  section  of  the  appropriations  bill  to 
require  that  all  federally-funded  educational  television  and  video 
programming  be  captioned.  Precedents  for  this  kind  of  requirement 
already  exist  —  all  presidential  campaign  commercials  must  be 
captioned  if  the  candidate  receives  federal  matching  funds  and  all 
federally-funded  public  service  announcements  must  be  captioned. 

Captioned  television  serves  as  a  particularly  beneficial 
educational  tool  in  the  classroom.  Research  has  shown  that  as  a 
result  of  watching  captioned  television,  people,  both  deaf  and 
hearing,  have  a  better  understanding  of  the  content  of  the 
television  program,  better  spelling,  vocabulary  and  word 
comprehension . 

In  the  last  several  years,  nearly  half  of  all  decoders  sold 
have  been  purchased  by  people  learning  English  as  a  Second 
Language,  not  by  deaf  or  hard-of-hearing  people.  These  consumers 
realize  the  educational  benefits  of  captioning  and  are  using  the 
technology  to  improve  their  language  and  literacy  skills. 
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Specific  language  requested  is:  "Each  recipient  of  a  grant 
under  programs  in  this  section  involving  television  or  video 
programming  must  provide  closed  captioning,  where  appropriate." 

In  conclusion,  Congress  has  taken  a  leadership  role  in  the 
development  and  expansion  of  the  captioning  service.  Congress 
should  continue  its  role  by  encouraging  more  captioned  cable 
programming,  a  priority  among  deaf  and  hard-of-hearing  viewers,  and 
requiring  that  educational  television  and  video  programming  funded 
by  the  federal  government  be  accessible  to  all  people  regardless  of 
their  ability  to  hear. 

STATEMENT  OF  THE  NATIONAL  COLLEGIATE  ATHLETIC 

ASSOCIATION 

The  National  Collegiate  Athletic  Association  ("NCAA")  submits  this  statement 
in  support  of  the  continuation  and  expansion  of  the  National  Youth  Sports  Program  ("NYSP"). 
The  NCAA  respectfully  requests  that  this  Subcommittee  appropriate  $12  million  to  NYSP  for 
fiscal  year  1995. 

NYSP  is  a  highly  successful  public-private  partnership  that  provides  valuable 
services  to  the  needy  youth  of  our  nation.  As  President  Clinton  recognized  in  his  Proclamation 
of  July  1,  1993  as  National  Youth  Sports  Program  Day,  "by  utilizing  competitive  sports  as  a 
means  of  expression,"  NYSP  has  allowed  disadvantaged  "children  to  express  tlieir  pain  and  deal 
with  their  difficult  living  conditions  in  a  positive  way,  rather  than  in  a  self-destructive  manner." 
Proclamation  No.  6576,  58  Fed.  Reg.  36,117  (1993).  For  more  than  25  years,  NYSP  has 
brought  tens  of  thousands  of  economically  disadvantaged  boys  and  girls,  ages  10  to  16,  onto 
college  and  university  campuses  nationwide.  In  that  setting,  they  participate  in  a  rigorous 
program  of  skills  instruction  and  competition  on  a  daily  basis  in  a  multitude  of  sports,  including 
swimming,  basketball,  football,  softball,  tennis,  track  and  field,  soccer,  badminton,  gymnastics, 
volleyball,  and  dance/aerobics. 

The  NYSP  philosophy,  however,  recognizes  that  mind  and  body  must  be  nurtured 
together;  a  daily  educational  program  therefore  is  a  central  part  of  each  NYSP  project. 
Instruction  is  provided  in  drug  and  alcohol  abuse  prevention,  personal  health  care,  proper 
nutrition,  educational  and  career  opportunities,  and  such  subjects  as  teen  pregnancy,  suicide 
prevention,  and  AIDS.  Further,  at  20  selected  sites,  approximately  4,000  participants  receive 
math  and  science  instruction. 

One  educational  topic  receiving  particular  attention  is  conflict  resolution.  The 
Children's  Defense  Fund  reports  that  "arrest  rates  between  1985  and  1991  for  criminal  homicide 
increased  among  13-  to  14-year-old  males  by  140  percent,  among  15-year-old  males  by  217 
percent,  among  16-year-old  males  by  158  percent,  among  17-year-old  males  by  121  percent,  and 
among  18-  to  20-year-old  males  by  113  percent."  The  State  of  America's  Children  Yearbook 
1994.  at  xvi.  By  learning  how  to  solve  conflicts  peacefully,  children  become  better  able  to 
defuse  situations  in  which  violence  may  occur.  This  conflict  resolution  training  complements 
NYSP's  sports  component,  since  values  of  sportsmanship  and  teamwork  are  accentuated  during 
the  sports  instruction  portion  of  the  program. 

NYSP  plays  a  particularly  important  role  in  helping  to  stem  drug  abuse  by 
youngsters.  The  disadvantaged  young  people  served  by  NYSP  are  a  key  target  population  in  the 
effort  to  reduce  the  demand  for  illegal  drugs.  As  part  of  its  effort  to  offer  a  constructive 
alternative  to  drugs,  NYSP  has  always  included  drug  abuse  education  and  prevention  in  its 
educational  program.  Alcohol  and  drug  education  specialists  are  employed  by  each  project  to 
develop  curricula  and  coordinate  special  presentations  from  professionals  in  the  community. 
NYSP  uses  the  medium  of  sports  to  attract  youngsters,  and  then  takes  advantage  of  that 
opportunity  to  motivate  young  people:  building  their  self-esteem,  encouraging  them  to  resist 
negative  peer  pressure,  and  inspiring  them  to  pursue  educational  and  career  opportunities.  As 
President  Clinton  has  recognized,  "children  between  the  ages  of  10-16  earn  and  learn  self-respect 
through  a  comprehensive  sports  and  educational  instruction  program."  Proclamation  No.  6576, 
58  Fed.  Reg.  36,117  (1993). 

For  most  participants.  NYSP  is  their  first  exposure  to  a  college  campus.  NYSP 
gives  these  children  otherwise  unavailable  access  not  only  to  some  of  the  country's  finest  athletic 
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facilities,  but  also  to  the  educational  and  cultural  facilities  and  events  on  campus.  Libraries, 
laboratory  classrooms,  student  centers,  cafeterias,  and  lecture  halls  all  serve  as  vital  learning 
environments  for  the  educational  component  of  the  program.  This  experience  in  the  college 
environment  helps  direct  the  energies  of  these  economically  disadvantaged  young  people  into 
constructive  channels  and  turn  them  away  from  destructive  behavior  patterns.  So,  too,  do  the 
student-athletes  who  help  supervise  youth  sports  activities  and  serve  as  valuable  role  models  for 
the  participants.  Many  youngsters  have  been  encouraged  by  their  NYSP  experience  to  pursue 
higher  education  and  to  set  other  worthy  goals  for  themselves. 

NYSP  also  provides  basic  services  otherwise  beyond  the  reach  of  many  NYSP 
participants,  over  90  percent  of  whom  must  meet  the  HHS  Poverty  Income  Guidelines.  NYSP 
serves  a  USDA-approved  hot  meal  to  each  participant  every  day.  For  many  participants,  these 
lunches  may  be  the  only  nutritious  meals  they  receive  during  the  summer  months.  Each 
youngster  also  receives  a  free  medical  examination  and  a  referral  for  follow-up  treatment  when 
appropriate.  In  addition,  NYSP  requires  a  trained  medical  coordinator  to  be  on-site  during 
NYSP  operating  hours  to  administer  medical  assistance  to  participants.  NYSP  also  provides 
accident-medical  insurance  coverage  to  all  participants. 

Since  the  program's  inception  in  1968,  nearly  one  million  youngsters  have 
participated  in  NYSP.  In  1993,  more  than  66,000  boys  and  girls  from  low-income  families  took 
part  in  NYSP  projects  at  171  colleges  and  universities  in  46  states.  A  priority  of  NYSP  has 
been  to  recruit  youth  who  meet  the  HHS  guidelines,  and  each  project  develops  an  outreach 
program  to  recruit  individuals  from  poverty-stricken  areas.  Many  of  the  nearly  5,000 
individuals  employed  as  professional  and  assistant  instructors  and  support  staff  live  in  the  same 
neighborhoods  as,  and  are  familiar  with,  the  children  who  attend  NYSP  programs. 

The  NCAA  closely  monitors  each  project.  The  NYSP  Committee,  appointed  by 
the  NCAA  Council,  rigorously  scrutinizes  applications  for  NYSP  projects.  In  1993,  over  220 
institutions  applied  for  NYSP  projects  but  only  171  received  subgrants.  Further,  once  in  the 
program,  each  project  is  evaluated  on  an  annual  basis.  Through  this  process,  the  NCAA  is  able 
to  ensure  that  the  youngsters  in  the  program  receive  high-quality  services. 

NYSP  is  a  public-private  partnership  that  enlists  the  support  of  the  federal 
government,  through  the  Department  of  Health  and  Human  Services,  and  the  nation's  colleges 
and  universities,  acting  through  the  NCAA.  The  success  of  NYSP  is  due  in  large  part  to  the 
high  degree  of  volunteerism  it  inspires  among  participating  institutions,  individuals,  local 
businesses,  and  national  firms  and  organizations.  Since  NYSP  was  first  undertaken  as  a  pilot 
project  in  1968,  the  NCAA  has  administered  the  program  without  charge  as  a  community 
service.  In  addition  to  the  NCAA's  direct  contribution,  its  participating  member  institutions 
have  donated  athletic  equipment,  the  use  of  educational  and  sports  facilities,  and  the  services  of 
project  administrators.  The  NCAA  also  helps  to  generate  contributions  from  private 
corporations. 

Although  NYSP  was  appropriated  $12  million  for  fiscal  year  1994,  Congress 
introduced  a  requirement  that  the  grantee  increase  its  own  contribution  as  a  condition  of  any 
expenditure  over  $9.4  million.  The  bill,  however,  did  not  take  into  account  the  unique  nature 
of  the  NCAA's  role  in  administering  the  program  or  the  NCAA's  relationship  with  its  member 
institutions.  By  administering  the  program  free  of  charge  and  contributing  sports  equipment, 
the  NCAA  annually  contributes  nearly  $1,000,000  to  NYSP.  No  federal  funds  are  used  by  the 
NCAA  or  its  individual  member  institutions  to  cover  overhead  expenses.  In  contrast  to  most 
other  federally  supported  programs,  all  appropriated  federal  funds  go  directly  into  the  program 
and  serve  low-income  youngsters.  Additionally,  member  institutions,  together  with  non-member 
participants,  contribute  more  than  $14,400,000  to  NYSP  through  cash  and  in-kind  resources. 

Moreover,  the  NCAA  is  a  not-for-profit,  tax-exempt  organization,  as  are  its 
member  institutions.  The  NCAA's  mission  is  to  promote  intercollegiate  athletics.  Although  it 
receives  substantial  revenues  from  its  television  contracts  for  men's  basketball,  almost  90  percent 
of  those  funds  are  distributed  to  the  NCAA's  member  institutions.  The  NCAA  has  only  limited 
resources  to  devote  to  programs,  like  NYSP,  that  are  not  within  its  mission.  The  NCAA  is 
unable  to  meet  the  matching  requirement  as  implemented  in  the  appropriations  bill.  It  does  not 
appear  that  any  other  organization  is  in  the  position  to  take  over  the  program  and  meet  this 
requirement.  Thus,  the  result  will  be  to  constrict  the  scope  of  NYSP,  to  the  disadvantage  of 
thousands  of  needy  youth.  The  NCAA  will  be  suggesting  an  alternative  matching  provision  to 
the  authorization  subcommittees.    This  provision  will  require  grantees  not  to  use  federal  funds 
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to  administer  the  program  and  would  count  the  cash  and  in-kind  sums  contributed  by  the  NCAA 
and  participating  institutions  in  applying  the  matching  requirement. 

An  appropriation  of  $12  million  to  NYSP  will  allow  the  program  to  grow  in  three 
ways.  First,  it  will  allow  projects  to  accommodate  the  thousands  of  disadvantaged  youngsters 
who  want  to  participate  in  NYSP,  but  who  are  currently  turned  away.  For  example,  the  number 
of  available  positions  for  last  summer's  NYSP  project  at  tlie  University  of  the  District  of 
Columbia,  which  recruits  from  areas  such  as  Anacostia,  was  500.  Over  2,500  youngsters 
applied  to  participate;  four-fifths  of  them  could  not  be  accommodated. 

Second,  it  will  allow  more  institutions  to  participate  in  the  program.  In  1993, 
over  220  institutions  from  46  states  applied  to  participate  in  NYSP;  171  were  selected. 
Although  new  programs  are  being  instituted  in  East  St.  Louis,  Milwaukee,  and  San  Jose  —  all 
cities  in  which  the  problems  of  our  children  are  growing  —  NYSP  has  the  potential  to  serve  the 
young  in  even  more  areas.  Because  NCAA  members  are  located  nation-wide,  NYSP  could 
eventually  be  operated  in  all  fifty  states. 

Finally,  increased  funding  will  allow  each  individual  project  to  offer  additional 
educational  topics.  This  year,  only  20  institutions  will  be  able  to  offer  math  and  science  courses 
because  of  budget  restrictions.  With  increased  federal  support,  the  number  of  institutions 
offering  such  valuable  courses  could  be  greatly  expanded. 

NYSP  thus  represents  a  unique,  cost-effective  program  which  has  demonstrated 
its  ability  to  help  the  youth  of  our  country  grow  into  productive  and  responsible  adults.  Insofar 
as  we  invest  in  our  children's  lives,  we  as  a  nation  invest  in  our  future.  In  short,  NYSP  is  a 
high-quality,  enormously  important  program  that  should  be  continued. 

For  all  of  the  foregoing  reasons,  the  NCAA  respectfully  requests  that  the 
Subcommittee  appropriate  $12  million  to  NYSP  for  fiscal  year  1995. 


STATEMENT  OF  THE  NATIONAL  FAMILY  PLANNING  AND 
REPRODUCTIVE  HEALTH  ASSOCIATION 

Mr.  Chairman,  distinguished  members  of  this  Subcommittee,  my  name  is  Judith 
DeSamo.  As  President  of  the  National  Family  Planning  and  Reproductive  Health 
Association  (NFPRHA),  it  is  my  privilege  to  present  this  testimony  in  support  of 
increased  funding  for  the  Title  X  family  planning  program.  Specifically,  we 
respectfully  request  $198.9  million  —  the  amount  included  in  the  Administration's 
FY95  Budget  Request  and  in  the  House  Budget  Resolution. 

NFPRHA  is  a  nonprofit  membership  organization  established  in  1970  to  improve  and 
expand  the  delivery  of  voluntary  family  planning  and  reproductive  health  care 
throughout  the  United  States.  NFPRHA's  mission  is  to  1)  assure  that  every 
pregnancy  and  every  birth  is  intended;  2)  to  promote  reproductive  health;  and  3)  to 
assure  that  every  individual  has  full  reproductive  rights  and  access  to  needed  family 
planning  services  and  information.  NFPRHA  represents  the  entire  family  planning 
community,  including  state  and  local  health  departments,  hospital-based  and 
freestanding  clinics.  Planned  Parenthood  clinics,  and  family  planning  councils. 
Virtually  all  of  the  grantees  ftmded  vmder  Title  X  of  the  National  Public  Health 
Service  Act  are  members  of  NFPRHA.  Together,  they  provide  services  to  over  four 
million  low  income  women,  men,  and  adolescents  at  more  than  four  thousand  clinics 
nationwide. 

Mr.  Chairman,  this  Subcommittee  has  long  been  an  ally  of  the  Title  X  program.  You 
were  an  invaluable  friend  during  our  long  saga  opposing  the  Gag  Rule  and  our  most 
ardent  defender  during  the  prolonged  fiscal  assault  in  the  early  1980*8.  NFPRHA's 
membership  recognizes  this  past  support  and  urgently  calls  upon  you  this  year  to 
again  provide  the  leadership  necessary  to  ensure  that  these  clinics  -  so  vital  to  the 
provision  of  preventive  health  care  services  to  the  poor  ~  receive  adequate  funding 
to  remain  accessible  and  to  provide  the  services  our  clients  desperately  need.  And, 
while  the  outcome  of  the  health  care  reform  debate  is  unclear,  we  firmly  believe  that 
Congress  will  respond  to  the  pubUc  cry  for  changes  in  the  system.  Title  X  clinics 
must  remain  viable  during  any  transition  period  called  for  under  reform. 
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To  remain  viable,  clinics  need  additional  funding.  Mr.  Chairman,  that  is  as  clear  and 
as  simple  as  it  gets.  Funding  in  real  dollars  was  eroded  by  roughly  two-thirds 
between  1981  and  1991.  During  this  same  period,  the  contribution  of  Title  X  dollars 
to  overall  federal  spending  on  family  planning  declined  by  50%.  And,  as  you  know, 
the  demand  for  services,  as  well  as  the  complexity  and  magnitude  of  those  services, 
has  increased  dramatically.  AIDS  has  emerged  as  a  major  public  health  problem, 
chlamydia  rates  have  skyrocketed,  syphilis  has  remained  a  persistent  problem  in 
certain  communities,  and  teenage  pregnancy  is  at  an  all-time  high.  This  year's  report 
on  the  cost  of  teen  childbearing  conducted  by  the  Center  for  Population  Options 
estimates  that  if  all  births  to  teens  had  been  delayed  until  the  mother  was  in  her 
twenties,  taxpayers  would  have  saved  $13  billion.  Each  family  begun  in  1992  by  a 
first  birth  to  a  teen  15-17  years  of  age,  will  cost  the  public  on  average  over  $25,575 
over  the  next  20   years. 

Recently,  the  Administration  has  acknowledged  the  critical  role  of  family  planning 
in  both  its  Health  Security  Act  and  in  the  preliminary  drafts  of  its  Welfare  Reform 
package.  There  is  irrefutable  documentation  that  family  planning  1)  prevents 
unintended  pregnancy;  2)  is  inextricably  linked  to  healthy  birth  outcomes;  and  3)  is 
the  sole  source  of  health  care  for  the  majority  of  our  clients.  Moreover,  the  ability  of 
women  to  control  their  fertility  and  determine  whether  or  when  to  become  pregnant 
is  fundamental  to  their  ability  to  become  empowered  ~  to  have  a  degree  of  control 
over  their  lives.  U.S.  State  Department  Counselor,  Timothy  Wirth,  in  speaking  about 
the  current  United  States  international  policy  stated  that  "family  planning  services 
should  be  available  to  every  woman  who  wants  them."  Women  in  this  country  — 
regardless  of  their  ability  to  pay  ~  also  should  be  entitled  to  receive  comprehensive 
family  planning  services. 

But,  Mr.  Chairman,  family  planning  clinics  are  having  a  difficult  time  providing  even 
the  most  basic  services.  For  example,  the  cost  of  providing  pap  smears  for  the 
detection  of  cervical  cancer,  along  with  other  routine  screening  procedures,  has 
increased  significantly. 

Clinic  are  in  the  untenable  position  of  foregoing  the  routine  performance  of  chlamydia 
tests  because  they  cannot  afford  to  -  despite  the  fact  that  this  disease  often  causes 
infertility,  is  often  asymptomatic,  and  long  ago  reached  epidemic  proportions. 

Mr.  Chairman,  if  a  member  of  your  family  or  of  your  staff  who  has  health  care 
coverage  were  to  make  an  appointment  for  a  routine  annual  gynecological 
examination,  her  provider  would  perform,  at  a  minimum,  a  pap  smear  and  a 
chlamydia  screening  culture.  For  adolescent  or  adult  women,  this  is  analogous  to 
receiving  a  childhood  inoculation.  Instead,  our  providers  must  wait  until  a  client 
presents  with  sjmaptoms  or  expresses  concerns  about  the  possibility  of  infertility  or 
infection.  Last  year,  Congress  appropriated  modest  fxmds  to  expand  a  demonstration 
project  dealing  with  chlamydia  —  and  we  wholeheartedly  endorse  the  need  to  do  so 
again  this  year.  However,  the  fiinds  are  insufficient  to  provide  assistance  to  all 
family  planning  clinics  and,  in  most  cases,  are  for  estabUshing  administrative 
structures  rather  than  for  purchasing  test  kits. 

Title  X  requirements  direct  clinics  to  offer  all  contraceptive  options.  But  there  is  no 
public  price  for  Norplant  implants  —  our  clinics  pay  more  than  $300  per  kit  -  nor  is 
there  a  public  price  for  Depo-Provera,  which  costs  approximately  $21.95  for  a  three- 
month  injection.  Over  five  years,  this  adds  up  to  more  than  $400.  While  NFPRHA 
is  quite  pleased  that  these  additional  contraceptive  methods  are  available  -  in  many 
cases  they  represent  a  superior  method  for  our  clients,  the  cost  of  purchasing  these 
contraceptive  methods  alone  ~  without  factoring  in  operational  costs  of  providing  the 
implants  or  injections  ~  means  that  it  is  virtually  impossible  to  respond  to  the 
demand  for  these  options  without  dramatically  decreasing  the  number  of  clients  we 
serve.  Scaling  back  the  number  of  women  served  ~  when  there  are  already  so  many 
not  receiving  our  services  ~  is  simply  unconscionable. 


689 


Mr.  Chairman,  I  call  your  attention  to  a  new  study  conducted  by  Deborah  McFarlane. 
Ph.D.,  Associate  Professor  in  the  School  of  Public  Administration  at  the  University 
of  New  Mexico,  and  Kenneth  Meier,  Ph.D.,  Professor  of  Political  Science  at  the 
University  of  Wisconsin-Milwaukee.  The  study  assesses  the  effect  of  family  planning 
and  unintended  fertility,  measures  the  effect  of  public  family  planning  funds  on 
maternal  and  child  health,  and  determines  if  different  funding  mechanisms  produced 
different  results. 

Drs.  McFarlane  and  Meier's  study  yielded  some  dramatic  results.  For  every 
measure  of  maternal  and  child  health  or  unwanted  fertility  examined,  Title 
X  had  a  far  greater  impact  than  did  all  other  sources  of  family  planning 
funds  combinedL  They  found  that  1)  Title  X  spending  was  over  four  times  as 
effective  in  reducing  births  as  spending  on  other  family  planning  programs,  and  2) 
Title  X  funding  has  approximately  15  times  the  impact  of  other  family  planning  ftinds 
on  neonatal  mortality.  McFarlane  and  Meier  believe  that  the  successes  of  Title  X 
may  be  attributed  to  the  difference  in  health  care  delivery  and  costs.  Women  who 
receive  services  at  family  planning  clinics  enter  a  system,  they  do  not  simply  receive 
an  isolated  service. 

The  McFarlane-Meier  study  was  conducted  at  a  time  when  funding  for  Title  X  had 
been  severely  reduced  and  had  not  even  been  restored  to  its  FY81  high  water  mark. 
Given  the  solid  evidence  that  Title  X  is  so  much  more  cost-effective  and  efEcient  in 
delivering  family  planning  services  than  are  other  sources  of  public  funds,  it  only 
makes  sense  -  now  more  than  ever  -  to  increase  funding  for  this  highly  successful 
program.  Mr.  Chairman,  family  planning  is  an  integral  part  of  the  solution  to 
improving  our  welfare  and  health  care  systems.  We  \u-ge  you  to  begin  to  restore  the 
viability  of  family  planning  by  including  the  President's  budget  request  of  $198.9 
million  in  your  Fiscal  Year  1995  health  funding  proposal. 

NFPRHA  also  recognizes  that  advancements  in  contraceptive  methods,  including 
improvements  in  barrier  methods  which  reduce  the  transmission  of  STD's,  and 
virucides,  which  would  kill  viruses  such  as  HIV,  are  critically  important  to  public 
health.  We  respectfxilly  request  that  the  funding  for  the  National  Institute  of  Health 
and  Human  Development  (NICHD)  be  increased  to  allow  the  institute's  Contraceptive 
Development  Branch  to  begin  this  line  of  research. 

Again,  thank  you  for  providing  me  the  opportunity  to  present  this  testimony.  I  look 
forward  to  working  with  you  and  your  staff  and  am  prepared  to  respond  to  any 
questions  you  may  have. 


STATEMENT  OF  THE  NATIONAL  INDIAN  EDUCATION  ASSOCIATION 

The  National  Indian  Education  Association  (NIEA)  is  pleased  to  submit  this  statement  on  the  FY1995 
budgets  for  selected  programs  under  this  Subcommittee's  jurisdiction  which  are  of  particular  importance 
to  American  Indian  and  Alaska  Native  people. 

Education  Research.    We  support  the  Administration's  request  of  a  $10  million  increase  for  the  research 
activities  of  the  Office  of  Educational  Research  and  Improvement  (OERI)  for  a  total  of  $88  million, 
although  we  expect  this  amount  will  need  to  be  increased  in  FY1996  when  the  new  OERI  legislation  is 
in  place. 

NIEA  has  been  very  involved  in  the  103rd  Congress'  reauthorization  of  OERI,  and  hope  this  legislation 
will  be  signed  into  law  within  a  few  weeks.   We  believe  that  the  reauthorized  OERI  program  will  be  a 
much  improved  one,  and  are  hopeful  that  Indian  £md  Alaska  Native  education  research  needs  will  not 
only  receive  long  overdue  attention,  but  that  Indian  and  Alaska  Native  researchers  and  communities 
will  be  driving  the  OERI  efforts  which  affect  us. 

The  budget  justification  states  that  the  $10  million  increase  is  to  be  used  for  a  new  center  for  research 
and  development  in  the  area  of  at-risk  or  historically  underserved  students.  The  pending  House  OERI 
bill  would  require  that  this  institute  specifically  address  Indian  and  Alaska  Native  education  needs, 
and  the  Senate  biU  also  references  Indian  and  Alaska  Native  education  research  needs. 


690 


Technical  Assistance  Centers.  The  Administration  requests  $70  million  for  its  proposed  consolidation  of 
various  techiucal  assistance  centers,  including  the  6  Indian  educational  technical  assistance  centers,  an 
amount  which  is  $10.5  million  over  the  funding  currently  provided  for  the  separate  programs  now 
proposed  to  be  combined.  The  Administration  proposes  10  national  centers. 

NIEA  htis  opposed  the  elimination  of  the  6  Indian  centers,  as  we  do  not  believe  that  schools  «md  tribes 
will  be  able  to  get  the  same  kind  of  individucdized  service  under  national  centers  that  they  can  get  from 
centers  devoted  to  Indian  needs.  We  would  not  oppose  an  expansion  of  the  Indian  center  responsibilities 
or  other  coordination  and  communication  requirements,  although  additioncd  funding  would  be  needed. 
The  House,  in  its  elementciry  and  secondary  education  reauthorization  bill,  would  roll  the  functioris  of 
the  6  Indifin  centers  and  other  centers  into  15  national  centers.  The  Administration's  budget  proposal  is 
based  on  10  centers.   Should  the  elementary  and  secondjury  reauthorization  legislation,  when  enacted, 
contain  more  than  10  national  centers,  then  the  funding  level  needs  to  be  higher  than  $70  million. 

ANA /Native  American  Languages  Act.  NIEA  requests  $8  million  over  the  Administration's  funding 
request  for  the  Administration  for  Native  Americans  (ANA)  —  $5  million  for  Native  languages  grants 
cind  $3  million  for  the  Social  and  Economic  Development  (SEDS)  grants  —  for  a  total  of  $47  million. 

The  $5  million  request  for  Native  language  grants  is  pursuant  to  the  authorization  ot  the  Native 
American  Languages  Act  of  1992  (P.L.  102-524)  which  is  to  be  administered  by  ANA.  ANA  has 
indicated  that  it  intends  to  utilize  $1  million  of  the  Social  and  Economic  Development  (SEDS)  funds  in 
FY1995  for  language  grsints.  While  we  welcome  the  ANA  recognition  of  language  needs,  we  propose 
that  there  be  made  available  new  monies  ($5  million)  for  leinguage  grcints. 

The  1990  Census  indicates  that  there  are  170  American  Indian/Alaska  Native  languages  still  spoken  in 
the  United  States.   But  many  of  these  languages  are  threatened  with  extinction.   And  even  Native 
languages  which  are  spoken  by  a  high  proportion  of  a  tribe's  members  are  dinunishing  in  their  use.  The 
preservation  and  enhancement  of  Native  languages  is  critical  to  the  long-term  survival  of  Native 
cultures. 

We  request  a  modest  $3  million  increase  for  the  Social  and  Economic  Development  grants  funded  under 
ANA,  a  program  whose  flexibility  serves  tribes  well.   Tribal  groups  and  organizatioi\s  have  estimated 
that  the  real  need  for  ANA  SEDS  is  $60  million  annually. 

Head  Start.  NIEA  supports  the  Administration's  proposed  FY1995  Head  Start  budget  of  $4  billion,  a 
$700  million  increase  over  the  FY1994  enacted  level.  We  applaud  the  Adrrunistration's  investment  in 
children  and  families,  but  we  are  still  very  concerned  that  among  the  565  federally-recognized  tribes 
there  are  only  125  Head  Start  grantees.  TTie  Administration  for  Children  cind  Families  and  Secretary 
Shalala  need  to  make  a  concerted  effort  to  expand  the  Head  Start  prograun  to  more  tribes. 

NIEA  will  be  active  in  the  reauthorization  of  Head  Start  this  year,  and  has  joined  with  the  Nationed 
Indian  Head  Start  Director's  Association  in  this  effort.  The  Senate  Indian  Committee  and  the  Labor 
and  Human  Resources  Committee  have  scheduled  a  joint  hearing  for  March  25  on  Indian/ Alaska 
Native  Head  Start  issues,  and  we  will  share  the  results  of  that  hearing  with  this  Subcommittee. 

Child  Care  and  Development  Block  Grant.  We  support  the  Administration's  proposed  increase  of  $198 
million  for  the  Child  Care  and  Development  Block  Grant  (CCDBG)  for  a  total  of  $1,091,000.   We 
realize  that  $26  million  of  this  increase  is  actually  a  consolidation  of  fimding  from  the  Dependent  Care 
and  Planrung,  Crisis  Nurseries,  and  Child  Development  Associate  Scholarships  programs  into  the 
CCDBG.  NIEA  was  very  involved  in  the  indtision  of  the  Indian  provisions  in  the  Child  Care  and 
Development  Block  Grant  when  that  program  was  created,  and  know  that  this  program  is  of  enormous 
value  to  tribes. 

Impact  Aid.  NIEA  supports  funding  of  Impact  Aid  at  its  FY1994  authorized  levels  of  $935  million  and 
$29  million  for  the  school  assistance  and  construction  programs,  respectively.  The  Administration's 
proposed  request  of  $750  million  is  somewhat  difficult  to  comment  on  since  it  is  predicated  on  a  proposed 
formula  which  has  already  been  rejected  by  the  House  in  its  consideration  of  the  elementary  and 
secondary  reauthorization  bill  (H.R.  6).  We  believe  that  the  funding  formula  in  the  House  Education 
and  Labor  Committee-approved  version  of  H.R-  6  would  be  more  beneficial  to  many  Indian  districts 
than  the  Administration's  proposed  formula.  This  is  because  the  Administration's  formula  is  based  on 
payments  tied  to  the  state  average,  an  approach  which  discriminates  against  Indian  reservation 
schools  which  are  in  rural  iu-eas,  have  poor  roads,  extremely  high  transportation  costs,  and  many 
students  with  sf>ecial  needs. 

With  regard  to  construction,  the  Administration's  budget  would  provide  formula-based  Capital  Fund 
Payments  to  districts  that  have  at  least  50%  children  residing  on  Indian  lands.  The  budget  includes  $5 
million  for  this  proposed  new  authority.  This  approach  would  result  in  Indian  reservation  schools 
receiving  miniscule  sunoiints  of  formula-driven  money  for  repairs,  jmd  would  effectively  kill  the 
chjmces  for  any  future  school  corutruction. 
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We  continue  to  recommend  that  Congress  and  the  Administration  work  together  to  develop  a  systematic 
school  construction  program  for  public  schools  on  Indiatn  reservations.  A  number  of  years  ago  Congress 
mandated  that  the  Indian  Health  Service  develop  a  10-year  plan  for  construction  of  sanitation 
facilities  in  Indian  country,  a  strategy  which  has  proven  very  beneficial  and  resulted  in  annual 
appropriations  to  address  the  staggering  backlog  of  needed  sanitation  facilities.    Similarly,  we  believe 
the  development  of  such  a  long-range  plan  for  school  facility  needs  on  Indian  reservations  would 
provide  Congress  with  a  strategy  and  the  necessary  information  which  would  hopefully  lead  to  annual 
appropriations  for  this  purpose. 

Title  XX  Social  Services  Block  Grant  Program.   NIEA  uses  the  opportunity  of  this  appropriations 
statement  to  point  out  that  the  Title  XX  Social  Services  Block  Grant  statute  needs  to  be  changed  to 
provide  direct  funding  to  tribal  governments.  Funding  for  this  $2.8  billion  entitlement  program  is 
provided,  by  formula,  to  state  and  territorial  governments  only.    Congress  now  rather  routinely,  when 
authorizing  new  programs,  provides  for  a  tribal  allocation  of  funds  off  the  top  of  the  appropriation  for 
tribal  governments  to  administer.  That  is  the  way  it  should  be,  and  is  a  practice  wholly  consistent 
with  the  govemment-to-govemment  relationship  between  the  federal  government  and  tribal 
governments.   It  is  also  consistent  with  general  practice  of  locally-designed  and  -administered  social 
service  programs. 

We  realize  that  the  Appropriations  Committee  cjmnot  change  the  authorizing  statute,  but  we  ask  you 
to  communicate  with  the  authorizing  committees  —  Finance  and  Ways  and  Means  —  and  urge  them  to 
amend  the  statute.  Tribes  are  in  desperate  need  of  a  stable  source  of  social  services  funding,  and  the 
Title  XX  Social  Services  Block  Grant  should  be  the  source  of  it. 

Library  Services  and  Construction  Act.  Once  again,  the  Administration  has  requested  no  funding  for  the 
construction  portion  of  the  Library  Services  amd  Construction  Act.  We  request  $20  million  for  this 
program,  a  modest  $2.1  million  increase  over  the  FY1994  level.  This  program  has  been  virtuzdly  the 
only  source  of  library  construction  assistance  for  tribes  and  tribal  colleges. 

Native  Hawaiian  Education.  We  support  our  Native  Hawaiian  brothers  and  sisters,  and  oppose  the 
Administration's  proposal  to  eliminate  the  $8.2  million  Native  Hawaiian  education  program.    Native 
Hawaiians,  as  with  Indian,  Aleut,  and  Inuit  people,  have  specific  educational  needs  related  to  culture, 
language,  amd  historical  and  political  experience,  and  we  «isk  Congress  to  continue  funding  for  this 
program. 

Vocational  Education. 

—  Tribally-controlled  postsecondary  vocational  institutions.  Under  this  program,  funding  is  provided 
the  Crownpoint  Institute  of  Technology  jmd  the  United  Tribes  Technical  Colleges.  The  budget  request  is 
for  $3  million,  or  $100,000  over  the  FY1994  level.   We  support  the  authorized  $4  million  level  for 
tribally-controlled  postsecondeuy  vocational  institutions,  an  amount  necessary  due  to  increased 
enrollment  and  cost  of  equipment  needs. 

—  Tech-Prep.  We  support  the  proposed  $10  million  increase  in  the  Tech-Prep  Program  for  a  total  of 
$114.1  million. 

Chapter  1.  The  Administration  proposes  to  increase  Chapter  1  funding  to  LEAs  from  $6.3  billion  to  $7 
billion,  but  would  provide  half  of  the  funds  for  Chapter  1  concentration  grants.  Currently  10%  of 
Chapter  1  funds  are  fxinnelled  into  the  concentration  grants  portion  of  the  program.  The  House 
Education  and  Labor  Committee,  in  its  elementary  and  secondary  reauthorization  bill  (H.R.  6)  has 
rejected  the  proposal  to  put  50%  of  Chapter  1  monies  into  concentration  grants,  but  we  do  not  know  what 
position  the  Senate  will  take  on  this  matter.   We  point  out  to  this  Subcommittee  that  Bureau  of  Indian 
Affairs  schools  are  QoLeligible  for  the  Concentration  Grant  program  even  though  they  are  definitely  in 
high  poverty  areas.  The  Chapter  1  statute  needs  to  be  amended  to  make  BIA  schools  eligible  for  the 
concentration  grant  program. 

We  certainly  support  the  proposed  $26.6  million  increase  in  the  Chapter  1   Even  Start  program  for  a 
total  of  $118  million  for  which  tribes/tribal  organizations  are  eligible. 

lob  Training  Partnership  Act.  For  Program  Year  1994  Congress  provided  an  increase  for  the  Indian 
Section  401  JTPA  program.  The  Administration  is  now  proposing  to  erase  this  increase  for  Program  Year 
1995,  cutting  the  funding  from  $64.2  million  to  $61.9  million.    We  know  this  Subcommittee  is  aware  of 
the  education  and  job-training  needs  in  Indian  country,  and  ask  you  to  restore  the  proposed  cut. 

Thank  you  for  your  attention  to  the  concerns  of  the  National  Indian  Education  Association. 
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STATEMENT  OF  THE  NATIONAL  KIDNEY  AND  UROLOGIC  DISEASES 

ADVISORY  BOARD 

I  am  Ira  Grelfer,  M.D.,  Professor  of  Pediatrics,  Albert  Einstein 
Hospital,  New  York,  and  Chairman  of  the  National  Kidney  and  Urologic  Diseases 
Advisory  Board.   I  respectfully  request  that  this  written  testimony  be  entered 
into  the  subcommittee  record. 

Kidney  and  urologic  diseases  affect  more  then  13  million  Americans  of 
all  ages--  from  the  newborn  to  the  elderly.   The  financial  burden  of  kidney 
8md  urologic  diseases  is  staggering- -more  than  $50  billion,  or  more  than  8 
percent  of  the  total  amount  spent  on  all  diseases.   These  expenses  are  borne 
by  patients,  their  fsunilies,  and  Federal  and  state  governments.   In  addition, 
loss  of  productivity  is  an  in^ortant  but  often  overlooked  additional  cost  of 
kidney  and  urologic  diseases.   Time  is  lost  from  work  for  physician  visits, 
hospitalizations,  and  treatments  and  because  of  disability;  future  earnings 
are  lost  when  productive  members  of  society  die  prematurely  from  these 
diseases . 

In  1990,  the  Board  completed  and  submitted  to  Congress  its  long-range 
plan  containing  recommendations  for  improvements  in  data  collection  and 
analysis,  biomedical  and  clinical  research,  health  care  delivery,  and 
education.   The  Board's  1994  report  will  be  submitted  to  this  committee  and 
contains  recommendations  that  address  each  of  the  areas  identified  for 
improvement.   Several  of  these  recommendations  require  the  appropriation  of 
additional  resources.   They  are  listed  together  with  the  agencies  affected. 

Research  Issues 

The  Board  recommends  that : 

Congress  establish  a  National  Institute  for  Kidney  and  tJrologic 
Diseases  within  the  National  Institutes  of  Health  (NIH)  to 
increase  focua  on  preventive,  diagnostic,  and  therapeutic 
strategies  for  diseases  related  to  kidney  and  urologic  systems . 

Congress  appropriate  an  additional  $30  million  to  the  National 
Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  to 
increase  the  funding  level  of  investigator- initiated  basic 
biomedical  research  in  kidney  and  urologic  diseases  to  the  20th 
percentile.   Furthermore,  the  Board  recommends  that  Congress 
appropriate  additional  funds  in  future  fiscal  years  to  reach  the 
goal  of  funding  to  the  25th  percentile  by  1996  and  the  33rd 
percentile  by  2000. 

Congress  appropriate  funds  to  NIH  to  create  a  study  section  within 
the  NIH  Division  of  Research  Grants  (DRG)  that  is  devoted  to 
urology.   In  addition,  the  DRG  should  support  initiatives  to 
increase  the  number  of  urologists  in  existing  study  sections  and 
to  stimulate  additional  urology  research  applications. 

Congress  appropriate  additional  funds  for  the  training  of 
investigators  in  nephrology  and  urology.   Specifically,  the  Board 
recommends  that  Congress  a^ipropriate  $1  million  in  new  funds  for 
training  of  investigators  in  urologic  research.   Also,  the  Board 
reccomends  that  total  funding  for  training  in  research  in 
nephrology  and  urology  reach  $8  million  by  1996  and  $12  million  by 
2000. 

Congress  increase  funding  for  career  development  to  $5  million  by 
2000 .   The  increase  in  funding  should  be  directed  to  support 
additional  Clinical  Investigator  Awards,  Physician  Scientist 
Awards,  and  Research  Career  Development  Awards.   Specifically,  the 
Board  reconmends  an  increase  in  career  develcpment  funding  in 
urology  of  $1  million  and  an  increase  in  career  development 
funding  in  nephrology  of  $500,000.   Also,  the  Board  reccomends 
that  by  2000  career  development  research  be  funded  at  $10  million 
per  year. 
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CongresB  appropriate  up  to  $1  nilllon  to  the  Agency  for  Health 
Care  Policy  and  Research  (AHCPR)  to  ccanniBBion  an  econamic 
analysis  of  the  direct  and  indirect  costs  of  kidney  and  urologic 
diseases  to  ensure  that  funds  and  other  resources  are  used 
appropriately  to  combat  these  diseases. 

Health  Care  Isaues 

In  conjunction  with  the  following  recommendation: 

■The  United  States  Renal  Data  System  (DSRDS) ,  the 
Rational  Center  for  Health  Statistics  (RCHS) ,  the 
Centers  for  Disease  Control  and  Prevention  (CDC) ,  the 
Agency  for  Health  Care  Policy  and  Research  (AHCPR) , 
and  other  organizations  involved  in  the  collection  of 
data  on  kidney  and  urological  diseases,  closely 
monitor  the  development  of  a  national  health  care 
database  as  proposed  in  the  1993  annual  report  of  the 
Physician  Payment  Review  Commission,  and  assure  that 
their  activities  are  thoroughly  integrated  with  this 
effort . 

The  Board  restates  the  recommendation: 

Congress  authorize  five  personnel  positions  and  appropriate  an 
additional  $2  million  per  year  for  the  Centers  for  Disease  Control 
and  Prevention's  (CDC's)  National  Center  for  Health  Statistics 
(RCHS) ,  to  link  health  outcome  statistics  to  the  health  status 
data  on  kidney  and  urologic  diseases  collected  by  the  Rational 
Health  Interview  Survey  (HHIS)  and  Rational  Health  and  Nutrition 

Examination  Survey  (RHARBS) . 

Congress  appropriate  $1  million  to  the  AHCPR  for  the  development 
of  outcome  research  guidelines  activities  in  the  area  of  kidney 
and  urologic  diseases. 

A  major  problem  with  organ  donation  programs  deslcrned  for  the  public,  is 
that  their  effectiveness  remains  largely  untested,  and  efforts  to  identify, 
evaluate,  and  replicate  effective  programs  have  been  fragmented.   To  address 
this  problem,  the  Board  recommends  that: 

Federal  funding  in  the  amount  of  $750,000  be  set  aside 
specifically  to  research,  design,  implement,  and  evaluate  a  highly 
focused  local  public  education  program  that  could  serve  as  a  model 
for  the  rest  of  the  country.   This  would  allow  documentation  to 
begin  oo  the  relative  effectiveness  of  efforts  to  translate  ptiblic 
awareness  into  willingness  to  donate  organs. 

SUMMARY 

The  rationale  for  each  of  these  recommendations  is  provided  in  the 

Board's  1994  euinual  report.   The  report  also  contains  recommendations  that  are 

addressed  to  other  agencies  such  as  the  Department  of  Defense  and   the 
Department  of  Veterans  Affairs. 

The  Board  acJoiowledges  the  value  of  congressional  support  for  the  George 
M.  O'Brien  Kidney  and  Urologic  Research  Centers  emd  the  other  initiatives  that 
have  received  priority  treatment.   However,  meiny  other  recommendations  of  the 
Board  remain  unaddressed.   The  lack  of  funding  for  supporting  research 
initiatives  has  had  and  will  continue  to  have  far-reaching  effects  on 
biomedical  research  at  the  NIH,  and  specifically  at  the  NIDDK.   The  Board 
emphasizes  that  the  budget  crisis  is  not  a  short-term  situation.   If  this 
issue  is  not  addressed  soon,  there  will  be  very  few  promising  researchers 
available  to  replace  senior  research  scientists  and  very  little  groundbreaking 
research  being  accomplished  by  U.S.  investigators.   The  Nation's  biomedical 
research  industry  may  follow  the  trend  set  by  other  faltering  industries  in 
this  country.   The  U.S.  investment  in  NIH  research  yields  significant  benefits 
to  the  Nation's  economy  in  the  form  of  patents,  goods,  and  services.   This  is 
one  economic  stronghold  that  the  Nation  cannot  afford  to  lose. 
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By  addressing  these  research  and  health  care  issues,  the  unnecessary 
suffering  that  kidney  and  urologic  diseases  cause  patients  and  their  families 
Ccin  be  avoided,  more  appropriate  use  of  health  care  resources  can  be  achieved, 
and  the  total  social  and  economic  burden  related  to  these  diseases  can  be 
minimized. 


STATEMENT  OF  THE  NATIONAL  MILITARY  FAMILY  ASSOCIATION 

The  National  Military  Family  Association  (NMFA)  is  a  non-profit,  predominantly 
volunteer  organization  composed  of  members  from  the  seven  uniformed  services, 
active  duty,  retired,  reserve  component,  and  their  family  members  and  survivors. 
NMFA  is  the  only  national  organization  whose  sole  focus  is  the  military  family  and 
whose  goal  is  to  influence  the  development  and  implementation  of  policies  which  will 
improve  the  lives  of  those  family  members.  NMFA  appreciates  this  opportunity  to 
express  its  views. 

BACKGROUND 

Since  the  early  1800s  the  federal  government  has  recognized  its  obligation  to  provide 
an  education  for  military  students.   However,  during  the  early  years  funding  for  schools 
was  uneven  and  sporadic.   P.L.  81-874,  passed  in  1950,  provided  a  mechanism  for 
consistent  funding  of  the  government's  obligation  to  these  students.   Public  school 
districts  with  military  students  were  given  adequate  monies  to  provide  these  children  a 
basic  education.  The  law  states:  [it  is] ".  .  .the  policy  of  the  United  States  to  provide 
financial  assistance  for  those  local  educational  agencies  upon  which  the  United 
States  has  placed  financial  burden."    The  original  intent  of  P.L.  81-874  was  to  provide 
payment  equal  to  the  local  per-pupil  costs  for  students  whose  military  parent  both  lived 
and  worked  on  a  federal  installation  ("a"  student).  The  law  also  provided  one  half  of 
the  local  per-pupil  cost  for  students  whose  military  parent  worked  on  a  federal 
installation  but  lived  in  the  civilian  community  ("b"  student).   The  difference  in  funding 
recognized  the  payment  of  some  taxes  (usually  real  estate  taxes)  by  military  members 
living  in  the  civilian  community.   In  1953,  funding  was  reduced  with  a  provision  that 
payment  for  an  "a"  student  could  not  fall  below  one-half  of  the  state  or  national 
average  cost  per  pupil,  whichever  was  greater.  For  "b"  students,  the  minimum  rate 
was  one  half  that  of  an  "a"  student. 

ADMINISTRATION  PROPOSAL 

NMFA  fully  supports  the  administration's  proposal  to  increase  funding  for  "a"  students. 
The  vast  majority  of  local  tax  revenues  are  lost  when  a  child's  military  parent  both 
resides  and  works  on  a  federal  installation.   The  administration's  budget  also  calls  for 
no  payments  for  "b"  students,  3(d)(2)(b)  for  high-need  districts,  section  2  districts  that 
receive  a  payment  in  lieu  of  taxes  because  of  the  federal  acquisition  of  formerly 
taxable  land,  or  school  construction.  School  districts  that  educate  both  "a"  and  "b" 
students  and  whose  "a"  population  is  in  the  overwhelming  majority,  may  not  lose 
revenue  under  this  proposal.   School  districts  with  large  "b"  enrollments  or  only  "b" 
enrollments  may  be  devastated  by  the  loss  in  revenue. 

The  military  parent  who  resides  in  a  civilian  community  does  provide  local  tax  revenue 
through  real  estate  property  taxes.   However,  both  local  communities  and  states  have 
increasingly  used  sources  other  than  real  estate  properly  taxes  to  fund  education. 
Most  of  these  taxes,  such  as  personal  property  taxes,  local  sales  taxes,  license  fees 
and  state  or  local  income  taxes,  are  not  paid  to  the  local  community  by  military 
members  unless  they  happen  to  be  residing  at  their  legal  domicile. 

BASIC  EDUCATION 

NMFA  agrees  with  the  goals  of  Head  Start  and  other  supplemental  education 
programs.  Their  aim  is  to  ready  children  to  learn  in  a  basic  educational  program. 

Impact  Aid's  goal  is  to  provide  that  basic  education.  Students  will  not  find  that  basic 
education  in  crowded  classrooms  with  insufficient  teaching  materials,  no  matter  how 
well  prepared  a  child  is  to  learn.   Funding  shortfalls  diminish  a  school's  ability  to 
provide  the  basic  program.  ■  -   •■  — 
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EDUCATING  "b"  CHILDREN  -  LOW  PRIORITY 

There  is  a  certain  irony  that  in  his  1991  testimony  for  the  House  Appropriations  Labor, 
Health  and  Human  Services  and  Education  Subcommittee,  Leon  Panetta  (then  a 
Congressman  representing  a  heavily  military-impacted  school  district,  now  Director, 
Office  of  Management  and  Budget)  stated,  "Impact  Aid  is  an  entitlement 
program. ..payments  for  services  rendered,  not  some  unnecessary  luxury  that  can  be 
easily  cut  back  in  times  of  fiscal  restraint."  However,  in  April  of  1993.  OMB's  Associate 
Director  of  Human  Resources  wrote  in  a  letter  to  NMFA  that  cuts  in  "b"  payments  are 
"essential  to  reducing  the  deficit"  and  "we  believe  that  the  federal  payments  for  "b" 
children  are  a  relatively  low  priority  for  limited  federal  resources." 

Military-impacted  school  districts  do  not  consider  payments  for  "b"  children  a  low 
priority.  Copperas  Cove  School  District,  outside  Ft.  Hood.  Texas,  saw  an  increase  of 
21%  in  military  students  this  school  year,  the  overwhelming  majority  "b"  students.  The 
district  has  added  new  wings  onto  all  of  their  existing  schools,  built  a  new  elementary 
school,  has  18  temporary  classrooms,  and  tries  to  educate  1 100  junior  high  school 
students  in  a  school  built  for  900  students.  The  district  has  been  told  by  the  Army  to 
expect  2500  more  soldiers  to  transfer  from  Ft.  Polk  between  January  1  and  June  1  of 
this  year.  Copperas  Cove  receives  $1 10  in  Impact  Aid  funds  per  "b"  student.  This  is 
not  a  low  priority  ior  this  school  district. 

Even  a  small  school  district  can  be  affected  by  low  Impact  Aid  payments.  Cariisle  Area 
School  District  in  Pennsylvania,  which  educates  children  whose  military  parent  works 
at  Carlisle  Barracks  or  attends  the  Army  War  College,  only  has  787  military  students, 
15.6%  of  the  total  student  population.  The  school  district  is  in  a  airal  area  and 
transportation  costs  are  high,  $278  per  student  per  year.   However,  the  district  does 
not  even  receive  enough  funding  per  "b"  student  to  pay  for  transportation. 

BRAC  EFFECTS 

As  more  installations  enter  the  closure  and  realignment  phase,  large  numbers  of 
students  will  be  transferred  from  one  district  to  another.  As  with  the  return  of  forces 
from  Germany,  the  ovenwhelming  number  of  incoming  military  children  will  be  Impact 
Aid  "b"  children.   Government  housing  at  most  gaining  installations  is  at  100% 
occupancy,  and  it  is  the  stated  policy  of  the  Department  of  Defense  that  two-thirds  of 
personnel  live  in  the  civilian  community.   If  new  students  arrive  by  the  hundreds  and 
force  school  districts  to  acquire  15  to  20  or  more  portable  classrooms,  increase  the 
number  of  students  per  class  by  5%  to  10%,  and  find  and  hire  additional  staff,  some 
form  of  compensation  must  be  available  to  them.   Fortunately  DoD  has  provided  some 
funding  to  heavily  military-impacted  school  districts  for  the  last  three  years.  With  the 
mood  of  the  country  and  some  in  Congress  to  cut  more  from  the  Defense  budget,  we 
cannot  expect  these  supplementary  funds  to  be  appropriated  indefinitely.  The  solution 
is  to  fully  fund  Impact  Aid. 

According  to  the  Chicago  Tribune,  when  Great  Lakes  becomes  the  Navy's  only 
training  center,  the  cun-ent  static  population  of  1 1 ,000  will  double.  The  North  Chicago 
School  District,  which  serves  the  students  at  Great  Lakes  is  already  experiencing 
difficulty.  After  abolishing  athletic  and  extracurricular  programs,  the  district  was  forced 
to  also  cut  basic  education  programs.   Finally,  last  spring,  with  a  $1.5  million  deficit  the 
school  district  announced  that  schools  would  not  open  in  the  fall  of  1993.  Only  an 
emergency  appropriation  of  $1.4  million  from  the  state  of  Illinois  plus  $558,788  from 
DoD  funds  allowed  schools  to  open  on  August  26.  On  March  31 ,  the  Lake  County 
Regional  Board  of  School  Tnjstees  voted  to  let  the  North  Shore  School  District  detach 
the  21 1  "a"  students  who  live  at  Ft.  Sheridan  from  its  rolls.  Although  the  former  Army 
post  closed  last  spring,  it  provides  housing  for  the  overflow  of  personnel  from  Great 
Lakes.   In  July,  the  school  district  will  send  the  Navy  a  tuition  bill  for  the  projected 
1994-95  cost  of  educating  the  children.   Presently  the  Impact  Aid  funds  the  district 
receives  are  only  25%  of  the  cost  of  educating  these  children.  Is  it  fair  to  expect  local 
taxpayers  to  bear  the  burden  of  the  cost?  What  effect  will  these  actions  have  on  the 
children  of  our  military  personnel? 
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A  similar  situation  exists  in  the  Liberty  County  School  District  near  Ft.  Stewart, 
Georgia,  which  has  had  an  increase  of  800  students  this  school  year.  The  district  has 
built  a  new  elementary  school  funded  totally  by  local  taxes.  Two  to  three  years  from 
now  the  Army's  3rd  Brigade  will  move  to  Ft.  Stewart  from  Ft.  Benning.  Will  local 
taxpayers  alone  be  forced  to  pay  for  this  increase  in  students,  or  will  the  Federal 
government  accept  its  responsibility  and  fully  fund  Impact  Aid? 

CONCLUSION 

P.L.  81-874  was  passed  in  1950.  and  affirmed  the  Federal  Government's  responsibility 
for  its  actions.  The  Federal  Government  must  continue  to  accept  responsibility  for  its 
actions.   The  government  makes  decisions  on  where  military  installations  and 
personnel  are  to  be  located.  The  government,  therefore,  should  reaffirm  its  obligation 
to  "provide  financial  assistance  for  those  local  educational  agencies  upon  which  the 
United  Slates  has  placed  financial  burden"  as  stated  in  P.L.  81-874.  The  Federal 
Government  owes  no  less  to  its  military  families  in  1994  than  it  did  in  1950! 

The  burden  on  local  taxpayers  is  unfairly  increased  when  the  Federal  Government 
fails  to  meet  its  obligation  to  provide  financial  assistance  for  local  schools  upon  which 
the  United  States  has  placed  financial  burden.   Not  only  military-connected  children, 
but  all  children  in  these  schools  are  put  at  an  educational  disadvantage  when  Impact 
Aid  is  not  adequately  funded. 


STATEMENT  OF  THE  NATIONAL  MINORITY  PUBLIC  BROADCASTING 

CONSORTIA 

The  National  Minority  Public  Broadcasting  Consortia  (Minority  Consortia) 
submits  the  following  statement  regarding  the  FY1997  budget  for  the  Corporation  for 
Public  Broadcasting  (CPB). 

The  Minority  Consortia  organizations  are  dedicated  to  bringing  the  talent  and 
ideas  of  our  respective  communities  into  the  mainstream  of  telecommunications.    We 
need  more  opportvmities  to  tell  our  own  stories,  to  present  our  own  histories,  to 
represent  ourselves.   Through  this,  we  can  more  readily  assist  in  carrying  out  the 
mandate  of  the  Public  Telecommunications  Act  of  1992  to  "address  national  concerns  and 
solve  local  problems  through  community  outreach  programs  and  services". 

Minority  communities  have  never  had  significant  participation  in  the  public 
broadcasting  industry  ,  an  industry  whose  amiual  resources  are  estimated  to  be  $1.8 
billion.   Our  federal  funding  is  exceedingly  small  —  about  $2.25  million  for  our  five 
organizations  combined.    Additionally,  we  are  not  the  recipients  of  the  non-CPB  monies 
(e.g.,  membership  pledges,  station  support)  which  make  up  84%  of  the  annual  public 
broadcasting  monies.   Given  the  mandate  of  public  television  to  serve  underserved 
audiences,  to  involve  minorities,  and  to  produce  quality  programming  which  would  not 
otherwise  air  commercially,  CPB  has  a  compelling  responsibility  to  support  in  a 
significant  way  the  work  of  the  Minority  Consortia. 

Request.   Our  requests  of  the  Subcommittee  are  tv/o: 

1)  that  the  Subcommittee  recommend  a  funding  level  for  CPB  at  least  equal  to  the 
$345  million  request  made  by  CPB,  and 

2)  that  the  Subcommittee  continue  recent  Congressional  practice  of  report 
language  supportive  of  the  Minority  Consortia. 

,;  ^-   ii  ': 

~  Funding  Level.   We  support  CPB's  budget  request  of  $345  million,  an  amount 
which  would  provide  a  modest  increase  over  the  FY1996  $312  million  level.    Any 
decrease  in  CPB  funding  would,  as  pointed  out  by  Senator  Inouye  during  a  1993  Senate 
floor  debate,  reduce  the  opportunity  for  CPB  to  carry  out  Congressional  intent  concerning 
the  Minority  Consortia  and  the  Ready  to  Learn  initiative. 
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-  Report  Language.  We  thank  Congresss  for  the  explicit  support  given  the 
Minority  Consortia  in  the  last  Appropriations  Committee    Reports',    Because  the 
Appropriations  Committees  do  not  generally  provide  detailed  directions  to  CPB,  we  are 
especially  appreciative  of  the  recognition  of  the  critical  role  that  the  Minority  Consortia 
and  the  communities  we  represent  have  in  public  broadcasting.   Your  continued  support 
via  the  FY1997  appropriations  report  language  would  be  especially  important  to  us,  as 
FY1997  will  be  the  first  year  covered  by  the  upcoming  reauthorization  of  the  Public 
Telecommunications  Act. 

Communication  with  CPB.   We  are  hopeful  that  we  are  at  the  beginning  of  a  new 
day  in  public  broadcasting  with  regard  to  the  developing  role  of  minority  commuruties. 
As  you  know,  the  Minority  Consortia  has  been  very  critical  of  CPB  regarding  its  level  of 
financial  commitment  to  minority  programming  and  the  support  provided  to  our 
organizations.   We  are  pleased  to  report  that  there  has  been  a  decided  improvement  over 
the  past  year  in  the  communications  and  cooperation  between  CPB  and  the  Minority 
Consortia.    We  believe  that  it  will  result  in  a  CPB  financial  commitment  which  will 
strengthen  our  organizations'  long-term  abilities  to  develop  media  professionals  among 
our  people  and  to  provide  meaningful  public  access  to  our  productions. 

We  appreciate  and  bring  to  your  attention  the  statements  in  the  CPB  FY1997  budget 
justification  concerning  the  Minority  Cor\sortia.   In  response  to  the  FY1996  House 
Appropriations  Committee  Report  language  which  recommended  increased  fiinding  for 
the  operations  of  the  Minority  Consortia,  CPB  states: 

CPB  currently  is  involved  in  discussions  with  the  Minority  Consortia.   It  is 
fully  expected  that  CPB  will  have  a  procedure  in  place  which  is  consistent 
with  this  recommendation   well  before  FY1996. 

And  with  regard  to  the  use  of  proposed  increased  FY1997  funds,  CPB  states: 

Special  emphasis  will  be  placed  on  serving  the  growing  and  changing  needs  of 
diverse  audiences.  This  mission  will  be  met  through  the  funding  of  works  by 
minority  and  independent  producers,  and  seeking  programming  proposals 
that  reach  out  to  audiences  from  diverse  cultures. 

Minority  Consortia  and  the  National  Education  Agenda.   The  Minority  Consortia 
has  always  been  in  the  education  business.   We  welcome  the  consensus  which  has 
developed  regarding  a  national  education  agenda,  and  hope  this  will  provide  us  an 
opportunity  to  expand  our  education  services  to  our  own  communities  and  the  nation. 
The  small  amount  of  administrative/program  support  funding  we  currently  receive 
from  CPB  —  $250,000  annually  per  organization  —  belies  our  task.   There  is  so  much  more 
we  can  do  —  and  want  to  do  —  given  reasonable  resources  to  develop  our  capabilities. 

Many  of  the  films  with  which  we  are  associated  have  found  national  audiences 
and  have  won  numerous  awards,  among  them  La  Pastorela.  A  Bowl  of  Beings.  La  Carpa. 
Daughters  of  the  Dust.  Days  of  Waiting.  Mandela.  lazz  at  O.S.U..  Los  LQbos...and  a  Time  to 
Dance.  A  Question  of  Color,  and  the  recently  aired  Malcolm  X:  Make  It  Plain.   Among  the 
radio  programs  which  have  achieved  national  acclaim  is  Spirits  of  the  Present  which  was 
coproduced  by  the  Native  American  Public  Broadcasting  Consortium  and  Smithsonian 
Radio. 


^    House  Appropriations  Committee  Report  102-708  stated:  'The  Committee  is  concerned  that  the  Ivlinority 
Consortia  and  Program  Funds  and  the  Independent  Television  Service  have  received  only  modest  funding 
increases,  and  expects  the  Corporation  of  Public  Broadcasting  to  sigruficantly  increase  the  funding  (or  these 
activities ".   And  the  following  year  House  Appropriations  Committee  Report  103-156  slated:  "The 
Committee  recommends  that  the  Minority  Consortia  receive  increases  for  operating  expenses. " 

The  above  statements  are  v/holly  consistent  with  the  more  expansive  authorizing  Committees  report 
language  (Senate  Report  102-221  and  House  Report  102-363)  for  the  Public  Telecommunications  Act  of  1992, 
both  of  which  also  urged  signi/icamtly  increased  funding  for  the  Minority  Consortia.  Prior  to  the  1992  Act,  the 
1988  Senate  and  House  authorizing  committee  reports  for  the  Public  Telecommunications  Act  also  addressed 
the  need  for  resources  for  minority  programming. 
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While  our  organizations'  work  in  film  and  radio  production  and  grantmaking  are 
the  most  visible  of  our  efforts  to  the  national  eye,  we  are  also  engaged  in  activities 
including  school,  community  outreach,  and  training  programs.   This  is  the  side  of  our 
work  -  the  developmental  side  —  for  which  we  most  urgently  need  increased  funding. 
We  certainly  welcome  CPB  programming  funds,  and  utilize  them  to  encourage  and  assist 
new  minority  productions.    However,  programming  funds  are  not  available  to  address 
our  developmental  needs.   We  need  infrastructure  funding  ,so  that  we  can   bring  more 
minority  persons  into  the  public  broadcast  fields  and  to  provide  them  assistance  in 
fundraising,  production  and  distribution.    We  also  need  to  tap  the  existing  underutilized 
minority  media  pool,  and  to  increase  our  outreach  efforts  to  diversify  and  expand 
audiences  and  make  minority  productions  available  to  all  persons. 

All  of  our  programming  is  distributed  to  schools,  universities,  libraries,  museums, 
and  community  organizations.    The  Consortia  organizations  have  developed  film  and 
video  libraries,  archives  and  catalogs.   We  make  grants  to  independent  producers  and 
assist  them  in  securing  other  funding,  provide  scholarships  to  script  writers  and  others, 
assist  in  distribution  of  projects,  organize  film  festivals,  and  provide  internships  and 
training  programs  covering  a  wide  array  of  media  professions,  including  radio 
production. 

We  will  provide  for  the  record  information  on  activities  of  each  of  our 
organizations,  but  would  point  out  in  this  statement  several  specific  education 
undertakings.     The  Native  American  Public  Broadcasting  Consortium  is  project 
consultant  to  link  the  29  reservation-based  tribal  colleges  and  is  also  implementing  a  25- 
station    Indian  radio  network.    The  National  Black  Programming  Consortium  works 
with  the  Columbus,  Ohio  school  system,  training  teachers  in  innovative  ways  of  using 
non- traditional  and  video  and  instructional  tools  and  also  runs  a  Young  People's 
Theatre.    The  National  Asian  American  Telecommunications  Association  produced  a 
film  showcase  for  children  age  pre-school  through  ten,  which  ran  in  movie  theaters  on 
Saturday  mornings. 

We  ask  Congress  to  consider  the  the  demographics  of  this  nation  as  we  look  at  the 
role  of  the  Minority  Consortia  and  of  public  broadcasting.   The  communities  we 
represent  --  African  American,  Latino,  Asian,  Pacific  Islander,  Native  American  —   make 
up  nearly  30%  of  the  U.S.  population,  and  they  are  fast-growing  populations.  The  1990 
Census  reports  the  following  population  growth  percentages  between  1980  and  1990: 
White,  6.%;  Black,  13.2%;  Indian,  37.9%;  Asian/Pacific  Islander  107.8%;  and  Hispanic  53%. 
The  1990  Census  data  on  educational  attainment,  employment,  and  household  income 
reveal  no  secrets  ~  that  minority  groups  rank  considerably  below  national  averages.   The 
percentage  of  persons  below  the  poverty  level  is  9.8%  for  White,  29.5%  for  Black,  30.9  % 
for  Indian,  14.1%  for  Asian/Pacific  Islander,  and  25.3%  for  Hispanic  peoples.  Public 
television  needs  to  better  reflect  and  speak  to  the  needs  of  our  diverse  populations. 
Programs  produced  and  distributed  by  the  Minority  Consortia  address  these  audiences 
and   help  enlighten  all  audiences. 

Again,  we  thank  this  Subconunittee  for  its  past  support  and  for  your  consideration 
of  our  current  requests. 


STATEMENT  OF  THE  NATIONAL  PUBLIC  RADIO 

Mr.  Chairman,  ihank  you  for  the  opportunity  to  submit  testimony  on  behalf  of  National  Public  Radio  and 
its  489  member  stations  in  support  of  a  $345  million  appropriation  for  the  Corporation  for  Public  Broadcasting 
(CPB)  in  FY  1997,    $330  million  for  base  funding  and  $15  million  for  Ready  to  Learn  activities  pursuant  to  the 
Ready  to  Learn  Act.    Of  that  $330  million,  $74  million  would  be  allocated  to  the  public  radio  system.    Because 
we  are  acutely  aware  of  the  government's  current  budget  constraints  and  the  need  for  fiscal  discipline  and 
sacridce,  we  are  asking  for  $15  million  less  than  we  did  in  FY  1996.   This,  in  spite  of  the  fact  that  we  have 
experienced  significant  growth  and  expansion  during  the  past  12  months. 

During  my  first  several  months  as  President  and  CEO  of  NPR,  I  have  tried  to  create  a  vision  for  public 
broadcasting  that  will  ensure  our  position  as  the  preeminent  source  of  public  service  programming  and  services  in 
the  new  information  age,  and  allow  us  to  provide  the  American  people  with  universal  access  to  the  network.   This 
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vision  builds  on  NPRs  longstanding  commitmenis  to  outstanding  and  diverse  programming,  community  service, 
lifelong  learning  and  universal  public  radio  service.    Added  to  this  equation  is  a  strategy  for  taking  advantage  of 
emerging  technologies,  which  will  help  us  achieve  our  goal  of  universal  access,  and  secure  a  position  for  public 
radio  on  the  information  superhighway. 

Life-long  Learning  and  Community  Outreach 

At  NPR,  we  believe  we  have  a  mandate  from  both  Congress  and  our  listeners  to  provide  programs  and 
other  services  that  educate  and  entertain,  while  meeting  the  disparate  needs  of  our  diverse  audience.    In  addition  to 
such  well  acclaimed  programming  staples  as  MORNING  EDITION,  ALL  THINGS  CONSIDERED  and  TALK 
OF  THE  NA1I0N,  we  expend  significant  resources  on  program  features  and  series  that  are  topical,  timely,  and 
that  address  the  concerns  and  interests  of  our  listeners.    But,  we  do  not  believe  our  responsibility  ends  when 
production  is  completed.    In  order  to  maximize  the  potential  of  our  programs  as  tools  for  learning,  and  to  ensure 
that  they  serve  the  widest  possible  audience,  we  augment  our  shows  with  community  outreach  campaigns  that 
serve  as  models  for  stations  across  the  country.   We  also  provide  support  materials  and  assistance  to  stations, 
helping  them  tailor  their  outreach  efforts  to  the  specific  needs  of  their  communities.    Here  are  some  examples. 

NPR  recently  launched  a  series  of  26,  one  hour  programs,  WADE  IN  THE  WATER:  AFRICAN 
AMERICAN  SACRED  MUSIC  TRADITIONS,  in  partnership  with  the  Smithsonian  Institution  diat  documents  the 
history  of  African  Americans  through  song,  music,  storytelling  and  historical  analysis.    WADE  is  being  carried  on 
approximately  250  stations  nationwide,  and  we  have  had  8,000  requests  from  schools,  churches  and  youth  groups 
for  the  educational  kits  we  produced  in  conjunction  with  the  series. 

In  the  second  installment  of  NPR's  highly  successful  RADIO  EXPEDITION  series  -  a  partnership  with  the 
National  Geographic  Society  -  we  produced  a  special  that  tells  the  story  of  the  Earth's  water  cycle  and  examines 
the  future  of  fresh  water  in  America,  WATER:  THIRSTING  FOR  TOMORROW.    The  accompanying  teachers' 
guide  was  designed  to  make  students  more  conscious  of  this  precious  resource  by  dealing  with  topics  such  as 
drought,  flooding,  pollution,  preservation  and  conservation. 

Local  station  involvement  with  WATER  was  unprecedented.    For  example,  KLCC-FM  in  Eugene,  Oregon 
produced  four  additional  stories  on  water-related  issues,  and  broadcast  a  call-in  program  that  featured  a  panel 
discussion  with  state  representatives  responsible  for  water  policy  and  members  of  water  related  advocacy  groups. 
KLCC  involved  47  local  high  schools  in  this  effort,  providing  teachers  with  study  guides  and  involving  students  in 
the  local  broadcasts. 

We  also  produced  several  program  series  dealing  with  Important  public  health  and  social  issues. 
BREAKING  THE  CYCLE:  HOW  DO  WE  STOP  CHILD  ABUSE?,  attempted  to  address  solutions  to  child  abuse 
by  focusing  on  the  unique  and  innovative  efforts  of  various  individuals  and  institutions  to  stop  child  abuse. 
ADDICTION,  SHATTERING  THE  STEREOTYPES,  dealt  with  many  different  aspects  of  substance  abuse  and 
treatment  methods. 

In  our  on-going  efforts  to  help  educate  the  public  about  issues  affecting  the  nation,  we  have  two  major 
new  Initiatives  planned.   The  first,  our  National  Health  Reform  Project  will  feature  two,  day-long,  nationwide 
dialogues  on  health  reform  timed  to  coincide  with  the  debate  on  Capitol  Hill.   It  will  help  listeners  sort  through 
this  confusing  maze  by  providing  information  about  the  U.S.  health  care  system,  describing  the  various  pieces  of 
legislation  being  considered  by  Congress,  and  providing  a  forum  for  listeners  to  participate  in  the  dialogue. 

In  addition  to  the  national  programming  we  will  produce  in  conjunction  with  this  project,  NPR  will  work 
closely  with  stations  on  local  outreach.  Including  town  meetings,  classroom  discussions  and  other  community 
events  relating  to  health  care  reform.    Members  of  Congress  will  be  invited  to  participate  in  these  forums. 

Tlie  second  initiative  is  designed  to  enhance  NPR's  political  coverage  in  future  elections,  and  to  reconnect 
voters  to  the  electoral  process. 

We  are  extremely  proud  of  our  efforts  in  this  area,  and  encouraged  by  the  high  levels  of  interest  these 
programs  have  generated.    We  believe  we  are  providing  an  invaluable  public  service,  and  we  need  your  help  and 
support  to  continue  to  create  broadcasts  in  this  tradition. 

Universal  Public  Radio  Service 

Thanks  to  increased  funding,  CPB  has  developed  Initiatives  resulting  in  significant  progress  toward 
reaching  the  goal  of  universal  public  radio  service.    In  FY  1994,  55  expansion  stations  are  receiving  either  station 
development,  program  acquisition  or  sole  service  grants.   These  grants  allow  stations  to  bring  national 
programming  to  their  listeners  and  to  improve  service  in  their  communities.    In  addition,  FY  1993  and  1994  signal 
extension  grants  -  grants  that  help  existing  stations  extend  their  signals  to  unserved  areas  -  are  expected  to  reach 
5.2  million  new  listeners  once  the  funded  projects  are  completed. 

One  example  of  how  the  Signal  Extension  Grant  Program  has  worked  is  KCHU-AM  in  Valdez,  Alaska. 
KCHU  was  able  to  construct  a  translator  that  extended  its  reach  throughout  Prince  William  Sound,  and  to  the 
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Copper  River  Valley,  an  area  so  remote  that  some  of  its  residents,  many  of  whom  are  Native  Americans,  do  not 
have  televisions  or  telephones.    In  addition  to  programming,  KCHU  provides  these  people  with  a  messaging 
service,  their  only  ability  to  communicate  with  the  outside  world. 

In  conjunction  with  Prince  William  Sound  Community  College,  KCHU  has  created  a  niral  education 
project,  offering  courses  in  music  history  and  literature.   They  have  used  their  expanded  signal  for  distance 
delivery  to  college  classrooms. 

At  NPR,  our  outreach  efforts  to  minority  stations  have  been  a  high  priority.    In  1993,  almost  half  of  our 
new  member  stations  served  minority  communities.   This  year,  we  have  already  added  two  new  minority  audience 
stations,  and  are  in  negotiations  with  21  others. 

In  order  to  help  these  stations  succeed,  the  NPR  training  department  created  a  diversity  initiative 
consisting  of  an  intensive  course  in  journalism  for  minority  reporters.   These  reporters  come  from  Hispanic, 
African  American,  Native  American  and  Asian  American  cultures.   We  also  offer  training  in  technical  skills. 

We  are  very  encouraged  by  the  results  of  our  expansion  efforts.   However,  as  a  consequence  of  our 
increased  reach,  we  have  new  programming  needs.   Tliese  stations  must  be  supported  widi  botli  training  and 
programming  resources.    As  they  grow,  they  will  need  help  with  things  like  community  outreach  and  audience 
services.    And,  if  public  radio  is  to  continue  attracting  stations  serving  minority  audiences  and  maintaining  the 
ones  currently  in  the  system,  it  is  critical  that  new  programming  be  created  that  fulfills  the  needs  of  this 
increasingly  diverse  audience. 

Affordable  Access  lo  the  Information  Superhighway 

The  advent  of  new  technologies  will  provide  us  with  exciting  new  programming  opportunities.   It  will  also 
allow  us  to  create  new  uses  for  our  programs  beyond  their  original  broadcasts,  and  to  increase  tlieir  availability 
through  a  variety  of  new  outlets  such  as  schools,  hospitals  and  libraries.    Public  broadcasting  and  providers  of 
public  broadcast  services  place  a  high  priority  on  ensuring  access  to  this  information  at  affordable  rates. 

As  co-chairman  of  the  President's  Advisory  Council  on  the  National  Information  Infrastructure,   one  of 
my  goals  is  to  build  a  consensus  about  how  to  best  maximize  the  potential  of  the  information  superhighway,  and 
how  to  provide  universal  access  at  affordable  rates.    In  my  role  as  President  of  NPR,  I  am  proud  of  the  headway 
we  have  already  made  in  this  area. 

NPR  has  developed  partnerships  with  several  "high-tech"  companies  which  have  enabled  us  to  increase  the 
reach  of  our  programs  and  to  take  advantage  of  emerging  technologies.    For  example,  we  currently  put 
educational  programming  and  related  outreach  material  on  America  On-Line.   Teachers  and  other  interested 
parties  can  down-load  the  materials  for  classroom  or  other  use.   Transcripts  of  NPR's  news  programming  are  now 
distributed  lo  libraries  on  CD-ROM,  and  used  primarily  by  students  and  researchers.    Our  transcripts  also  appear 
on  the  LEXIS  database. 

NPR's  TALK  OF  THE  NATION  features  a  real-time  "chat  room"  during  the  show  where  listeners  can 
communicate  with  each  other  about  the  program  as  they  listen  to  it  via  America  On-Line.    WEEKEND 
SATURDAY  and  WEEKEND  ALL  THINGS  CONSIDERED  are  also  encouraging  listeners  to  communicate  via 
the  Internet. 

As  we  continue  to  experiment  with  new  technologies,  it  will  be  critical  to  our  stations  that  they  have  the 
flnancial  resources  they  will  need  lo  lake  advantage  of  these  new  opportunities.   They  will  undoubtedly  require 
new  equipment  and  training  to  acccommodate  these  new  applications.   This  funding  will  ensure  that  public 
broadcasting  services  are  adequately  represented  on  the  information  superhighway,  and  that  the  public  has  access 
to  this  unique  and  invaluable  programming. 

Conclusion 

Mr.  Chairman,  thank  you  for  your  past  support  of  public  broadcasting.   We  believe  that  our  efforts  in 
programming,  life-long  learning,  community  outreach  and  expansion  demonstrate  our  collective  commitment  to 
public  service,  and  that  they  deserve  your  continued  support.   We  realize  that  this  is  a  time  of  fiscal  restraint,  but 
considering  the  depdi  and  breadth  of  public  broadcasting's  contributions  to  the  public,  and  our  future  potential,  we 
think  we  are  the  best  bargain  in  town. 


STATEMENT  OF  THE  NON-COMMISSIONED  OFFICERS  ASSOCIATION 
OF  THE  UNITED  STATES  OF  AMERICA 

Mr.  Chairman.   The  Non  Commissioned  Officers  Association  (NCOA)  is  sincerely  grateful 
to  the  subcommittee  again  this  year  for  the  opportunity  to  comment  on  Fiscal  Year  1995 
appropriations,  and  in  particular,  the  Impact  Aid  Program  as  it  applies  to  military  dependent 
students.    NCOA  is  a  Congressionally-chartered  organization  with  a  membership  in  excess  of 
160,000  active  duty  and  veteran  noncommissioned  and  petty  officers  serving  in  every 
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component  of  the  U.S.  Armed  Forces;  Army,  Marine  Corps,  Navy,  Air  Force  and  Coast 
Guard.    Eighty  percent  of  the  Association's  members  are  currently  serving  on  active  duty 
and  routinely  express  concerns  regarding  the  education  of  their  children.    In  Ihis  regard, 
NCOA  considers  itself  more  than  qualified  to  present  testimony  to  this  subcommittee  in 
opposition  to  the  Administration's  proposal  to  cut  a  number  of  military  related  Impact  Aid 
programs. 

Mr.  Chairman,  prior  to  entering  into  a  detailed  discussion  about  the  effects  the  loss  of  Impact 
Aid  will  have  on  military  families,  NCOA  wants  to  take  the  time  to  pay  special  tribute  to 
you  and  the  members  of  your  subcommittee  for  your  successful  efforts  to  retain  Impact  Aid 
(b  student)  funding  over  the  years.    Proposals  to  cut  military  related  Impact  Aid  funding  are 
not  exclusive  to  the  current  Administration,  but  have  been  a  target  of  opportunity  for  past 
Administrations.    Had  it  not  been  for  your  leadership  and  the  responsive  actions  of  your 
subcommittee  members,  many  of  the  potential  problems  the  Association  will  outline  today 
would  have  been  realities  today. 

BACKGROUND 

As  far  back  as  the  early  1951  the  federal  government  has  attempted  to  meet  its  obligations  to 
provide  educational  opportunities  to  the  children  of  military  parents.    P.L.  81-674  was  passed 
in  1950  to  ensure  public  school  districts  impacted  by  the  attendance  of  military  children 
received  adequate  funding  to  cover  the  costs  of  providing  these  children  with  an  education. 
Although  yearly  funding  has  remained  somewhat  consistent,  it  has  not  been  increased  at 
levels  proportionate  to  the  increase  of  educational  costs.   The  major  point  to  be  made  is  that 
Impact  Aid  funding  for  both  "a"  and  "b"  military  students  is  not  a  new  program  that  should 
be  allowed  to  become  a  target  of  opportunity  in  support  of  deficit  reduction  initiatives.    The 
federal  government  has  supported  and  funded  Impact  Aid  for  forty-three  years  as  a  method  of 
replacing  lost  tax  support  from  non-resident  military  personnel.     Therefore  it  is  extremely 
difficult  for  NCOA  to  understand  why  Impact  Aid,  particularly  "b"  student  funding,  is 
constantly  being  targeted  for  elimination  by  the  Administration  and  just  when  it  is  needed 
most.    Defense  force  reductions  and  concurrent  base  closure  activity  are  forcing  mu(:h 
greater  numbers  of  military  families  into  off-base  housing.    Thus  increasing  the  number  of 
military  children  who  fall  into  a  "b"  student  category  because  of  the  lack  of  sufficient  on-post 
family  housing  that  warrants  "a"  student  Impact  Aid  funds. 

EFFECT  OF  MILITARY  FORCE  REDUCTIONS 

NCOA  insists  it  only  makes  sense  that  military  force  reductions  should  necessitate  the  need 
to  review  and  reevaluate  Impact  Aid  funding  levels.    After  all,  there  will  be  far  fewer 
military  children  to  impact  civilian  school  districts  than  there  were  a  number  of  years  ago. 
The  major  problem  facing  the  members  of  this  subcommittee  is  the  continuation  of  base 
closure  actions  and  the  lime  it  takes  to  construct  additional  on-base  housing  on  those 
installation  that  remain  functional.    There  was  even  an  attempt  in  the  House  of 
Representatives  in  late  1993  that  would  have  ended  accompanied  overseas  tours  of  duty  for 
military  personnel.    Consequently  NCOA  believes  there  continues  to  be  a  critical  need  for 
Impact  Aid  "b"  student  funding. 

IMPACT  OF  "B"  STUDENT  AID  ELIMINATION 

NCOA  remains  virtually  convinced  that  if  "b"  student  funding  is  eliminated,  civilian  school 
districts  will  have  no  alternative  but  to  take  the  following  actions: 

(1)  Deny  enrollment  opportunities  to  military  children. 

(2)  Permit  the  enrollment  of  military  children,  but  attempt  to  collect  the 
educational  costs  from  DoD.    Of  course  this  effort  will  fail  due  to  the  lack  of 
available  funds  for  such  a  purpose. 
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(3)  Pressures  from  civilian  parents  faced  with  increased  taxes  will  force  the 
civilian  school  districts  to  levy  enrollment  fees  on  military  parents  to  cover 
educational  costs.   These  fees  could  very  well  range  from  $800  to  $1200 
annually  per  child. 

(4)  In  order  to  resolve  the  enrollment  fee  burden  from  the  military  member, 
Congress  will  probably  react  by  passing  legislation  to  provide  military  parents 
with  "b"  students  what  might  be  called  an  Education  Allowance. 

Of  course  the  scenario  described  is  only  hypothetical,  however,  NCOA  is  convinced  that  the 
loss  of  Impact  Aid  for  "b"  students  will  serve  only  to  alienate  the  civilian  and  military 
communities  within  an  impacted  school  district. 

NCOA  has  recently  been  encouraged  when  action  was  taken  by  the  House  of  Representatives 
to  include  Impact  Aid  funding  in  H.R.  6,  America's  Schools  Improvement  Act.    Such  action 
leads  NCOA  to  believe  that  at  least  some  Members  of  Congress  are  convinced  that  the 
government  has  a  responsibility  to  ensure  that  military  children  have  the  opportunity  to 
obtain  a  quality  education.   This  Association  believes  Impact  Aid  funding  simply  should  not  a 
a  yearly  battle  and  must  not  be  target  of  opportunity  for  those  who  wish  to  reduce  the  deficit 
at  the  fmancial  expense  of  military  parents  or  the  educational  expense  of  military  children. 

CONCLUSION 

NCOA  recommends  this  subcommittee  restore  "b"  student  Impact  Aid  funding  in  FY  1995 
appropriations.    Military  members  simply  cannot  be  expected  to  perform  their  missions  while 
their  fmancial  well-being  is  consistently  under  congressional  deficit  reduction  attack.    In 

1993,  the  active-duty  military  was  threatened  with  a  zero-percent  pay  raise  in  Fiscal  Year 

1994.  The  Congress  obviously  believed  that  military  members  should  not  be  required  to 
make  such  a  sacrifice  in  the  interest  of  deficit  reduction  and  consequently  passed  legislation 
that  included  a  2.2  percent  pay  raise.    Nonetheless,  military  pay  fell  to  approximately  13 
percent  below  the  civilian  sector.    NCOA  only  hopes  this  subcommittee  understands  the 
seriousness  of  continued  attacks  on  the  abilities  of  the  armed  forces  to  recruit  and  retain 
sufficient  military  manpower  to  sustain  the  expected  readiness  levels. 


STATEMENT  OF  THE  PAGET  FOUNDATION 

The  Paget  Foundation  for  Paget's  Disease  of  Bone  and 
Related  Disorders  is  pleased  to  present  testimony  for 
consideration  by  the  U.  S.  Senate  Appropriations 
Subcommittee  on  Labor/  Health  and  Human  Services, 
Education  and  Related  Agencies  for  Fiscal  Year  1995. 

The  Inclusion  of  $40,000,000  for  research  on 
osteoporosis,  Paget's  disease  of  bone  and  related  disorders 
in  the  NIH  Reauthorization  Bill  which  was  signed  into  law  in 
June  of  1993  provides  the  most  hopeful  climate  ever  for 
increased  funding  for  the  bone  field.  We  hope  that  the 
Subcommittee  will  be  able  to  incorporate  this  $40,000,000 
in  its  appropriations  plans. 

The  National  Institute  on  Arthritis  and  Musculoskeletal 
and  Skin  Diseases  (NIAMS),  the  lead  institute  for  research 
for  bone  diseases  has  been  underfunded  since  its  inception. 
As  a  result,  needed  research  for  Paget's  disease  of  bone, 
osteoporosis  and  all  other  bone  diseases  has  been  severely 
constrained.  To  reach  parity  with  other  institutes  and, 
therefore,  be  able  to  properly  provide  research  funding 
for  Paget's  disease  of  bone,  osteoporosis  and  other 
bone  diseases,  NIAMS  needs  $27,000,000  in  additional 
funding  above  its  current  funding  level. 
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We  also  request  additional  support  for  the  following  NIH 
institutes  which  address  bone  diseases: 

The  National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases,  especially  for  funding 
for  a  multi-site  clinical  study  on  primary 
hyperparathyroidism,  a  disorder  which  r  a  i  a  r -.  the 
blood  calcium  level,  often  damaging  the  skeleton 
and  kidneys  and  other  organs  as  well. 

The  National  Institute  on  Aging. 

The  National  Institute  of  Dental  Research 

to  support  its  laboratory  on  bone  matrix,  the  only 
current  laboratory  component  at  NIH  directly  addressing 
skeletal  biology  research. 

The  National  Institute  of  Child  Health  and 
Human  Development. 

Osteoporosis,  Paget's  disease  and  other  bone  disorders 
affect  Bore  than  27  Billion  Americans,  including  the  newborn  who 
suffer  with  osteogenesis  Imperfecta,  and  millions  of  older 
Americans  affected  by  Paget's  disease  and  osteoporosis. 

Science  in  the  bone  field  Is  near  break-through 
discoveries  In  many  important  research  areas.  A  research 
study  conducted  by  Dr.  John  Eisman  and  colleagues  In 
Australia  which  has  been  called  the  "most  Important 
finding  in  the  osteoporosis  field  in  a  decade," 
was  funded  by  NIAMS. 

Increased  funding  now  is  an  Investment  which  will 
represent  huge  savings  in  health  care  costs  for  the 
millions  of  Individuals  who  suffer  with  osteoporosis, 
Paget's  disease  of  bone  and  other  painful  and 
debilitating  bone  disorders. 

He  are  aware  that  the  current  appropriations 
situation  is  a  very  difficult  one  and  that  many 
hard  decisions  must  be  made  for  programs  to  help 
millions  of  Americans,  but  we  ask  that  the 
Subcommittee  bring  NIAMS  to  an  increased  funding 
level  to  provide  adequate  support  to  answer  the 
still-unanswered  questions  about  the  causes  of  these 
bone  diseases  which  affect  the  lives  of  so  many. 

This  request  for  increased  funding  for  NIAMS  and 
the  other  Institutes  which  address  bone  diseases  is  also 
on  behalf  of  the  other  member  organizations  of  the 
National  Coalition  for  Osteoporosis  and  Related  Bone 
Diseases:  The  American  Society  for  Bone  and  Mineral 
Research,  The  National  Osteoporosis  Foundation  and  the 
Osteogenesis  Imperfecta  Foundation.  The  Coalition  thanks 
the  Subcommittee  for  its  interest  in  and  attention  to 
bone  diseases. 


STATEMENT  OF  THE  POLYCYSTIC  KIDNEY  RESEARCH 

FOUNDATION 

Polycystic  kidney  disease  (PKD)  is  the  most  common  lethal  genetic 
disease  in  the  United  States.  More  than  500,000  U.S.  residents  have  PKD. 
It  is  two  times  more  common  than  multiple  sclerosis,  ten  times  more  common 
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than  sickle  cell  anemia,  15  times  more  common  than  cystic  fibrosis,  and  20 
times  more  common  than  Huntington's  disease.   There  is  no  cure!  • 

PKD  is  not  selective;  it  strikes  both  children  at  birth  (usually  fatal)  and 
adults  in  the  prime  of  life,  both  male  and  female.  If  you  have  PKD,  your 
children  have  a  25%  to  50%  chance  of  inheriting  it.  Each  year  in  the  United 
States,  several  thousand  people  die  from  PKD.  The  direct  cost  of  treating  PKD 
by  dialysis  and  transplantation  exceeds  $750  miUion.  most  of  which  is  paid  by 
the  Federal  Government.  Disease  progression  generates  end  stage  renal  disease 
in  approximately  50%  of  all  PKD  patients,  requiring  either  dialysis  or  a  kidney 
transplant  to  survive.  Two  thousand  additional  cases  of  kidney  failure  result 
from  PKD  each  year. 

Significant  strides  have  been  made  in  the  study  and  treatment  of  PKD 
leading  to  the  improved  diagnosis  and  treatment  of  cyst  infections,  better 
methods  of  controlling  high  blood  pressure  caused  by  PKD,  and  improved  care 
of  children  with  the  disease. 

Exciting  prospects  exist  for  finding  the  cause  and  cure  of  PKD  through 
the  application  of  new  knowledge  acquired  by  research.  PKD  is  now  viewed 
by  the  scientific  community  as  a  disease  than  can  be  treated  and  one  day,  cured. 
Based  on  recent  research  of  animal  models,  there  is  reason  to  believe  that 
specific  pharmacologic  agents  can  be  developed  to  treat  PKD. 

The  growing  knowledge  of  the  functional  changes  that  accompany  renal  cystic  disease 
provide  a  theoretical  framework  on  which  moderating  treatments  of  these  disorders  can  be 
designed.  Recent  leadership  by  NIDDK/NIH  in  the  field  of  PKD  research  has  generated 
significant  scientific  momentum. 

Investment   of   substantial    additional    support    is    needed    now    to    build    on    these 

achievements: 

•  Support  for  investigator  initiated  applications  (R-01)  to  foster  creative  and 
innovative  approaches  to  isolate,  clone,  and  characterize  the  biologic  behavior  of 
the  PKD  genes,  and  to  develop  novel  treatment  therapies  to  prevent  the  progression 
of  PKD.    Cost:    $3,000,000  above  1994  appropriation. 

•  Planning  Grant  for  NIDDK/NIH  to  plan  for  Centers  of  Excellence  (O'Brien 
Centers)  emphasizing  research  into  the  genetic  basis,  the  pathogenesis  and 
treatment  of  polycystic  kidney  disease.  These  centers,  developed  around 
individuals  currently  involved  in  PKD  investigation  would  attract  other 
investigators  to  work  collaterally  on  the  PKD  problem.   Cost:   $100,000. 

There  is  a  serious  need  this  year  to  increase  the  support  of  the  National  Institute  of  Diabetes 
and  Digestive  and  Kidney  Disease  of  the  National  Institutes  of  Health.  It  is  especially  important 
to  provide  for  this  most  needed  emphasis  of  PKD  research  because  such  a  modest  amount  is 
currently  available  for  research  in  this  most  prevalent  genetic  disease. 
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STATEMENT  OF  THE  RYAN  WHITE  TITLE  III  (B)  COALITION 

I  am  Michael  Savage,  Executive  Director  of  the  Fenway 
Community  Health  Center  in  Boston,  MA,  and  Chair  of  The  National 
Ryan  White  Title  III  (B)  Coalition.  The  Title  III(B)  Coalition  is 
a  newly  formed  coalition  that  includes  representatives  from 
community  and  migrant  health  centers,  city  and  county  health 
departments  and  diverse  community-based  organizations,  including 
gay  and  lesbian  identified  providers,  health  care  for  the  homeless 
centers,  family  planning  agencies  and  community  health  providers 
specifically  targeting  communities  of  color  and  other  historically 
underserved  populations. 

Members  of  the  organizations  listed  above  are  committed  to 
advocate  for  an  FY  95  appropriation  of  $82  million  for  Title 
III(B) .  and  for  full  funding  of  the  CARE  Act  overall.  In  FY  94, 
there  were  136  grantees  across  the  country  receiving  $48  million  in 
funding.  Title  III(B)  of  the  Ryan  White  CARE  Act  provides  grants 
to  community  health  providers  to  increase  the  capacity  of  an  agency 
to  provide  comprehensive  care  services  to  people  living  with 
HIV/AIDS.  I  would  like  to  outline  some  of  our  concerns,  successes 
and  challenges. 

The   Title   III(B)   Coalition   is   seeking   a   total   FY   95 
appropriation  of  $82  million. 

The  Coalition's  request  is  $34  million  above  the  FY  94 
appropriation  of  $48  million.  The  Coalition's  FY  95  request  is  the 
same  as  the  President's  FY  94  request  for  Title  III(B).  President 
Clinton's  FY  95  budget  recommendation  of  $67  million  for  Title 
III(B)  is  a  $19  million  increase  and  would  not  address  the 
approximately  $34  million  in  approved,  but  unfunded  grants 
submitted  in  FY  93.  Without  increased  Title  III(B)  funds,  the 
fragile  public  health  infrastructure  in  communities  across  the 
nation  will  collapse  under  the  burden  of  HIV/AIDS  patients.  The 
Congress  must  also  fully  fund  the  other  Titles  of  the  CARE  Act  that 
also  provide  crucial  services  to  people  with  HIV  disease. 

Title  III(B)   remained   level-funded   in  FY   1994,   despite 
expanding  caseloads  and  increasingly  complex  client  needs. 

In  FY  94,  President  Clinton  budgeted  $82  million  for  Title 
III(B)  of  the  CARE  Act  —  a  $34  million  increase  over  the  FY  93 
appropriation  of  $48  million.  None  of  that  $34  million  increase 
was  appropriated  by  Congress.  Title  III(B)  community  health 
providers  are  the  "safety  net"  foi  primary  care  services  in  areas 
with  caseload  increases  as  high  as  300  percent  in  1993.  The 
Centers  for  Disease  Control  (CDC)  reported  that  AIDS  diagnoses 
increased  204  percent  in  the  first  quarter  of  1993  as  compared  to 
the  same  period  in  1992.  The  communities  with  the  fastest  growing 
rates  of  HIV  infection  are  also  the  most  disproportionately 
medically  underserved.  Although  African  Americans  account  for  11.8 
percent  of  the  U.S.  population,  they  account  for  31  percent  of  the 
AIDS  caseload.  Latinos  account  for  17  percent  of  the  nation's  AIDS 
cases,  but  only  9  percent  of  the  total  population.  The  client  base 
of  the  Title  III(B)  providers  is  comprised  of  55  percent 
communities  of  color.  Without  increased  CARE  Act  funds,  community 
providers  will  be  forced  to  close  their  doors  on  new  AIDS  patients 
and  clients  with  other  health  needs. 

Title  III(B)  of  the  CARE  Act  is  the  only  title  of  the  CARE  Act 
that  has  actually  lost  funding. 

Title  III(B)  was  reduced  by  almost  $1  million  in  FY  1993.  In 
FY  1994,  Title  III(B)  was  level-funded,  although  there  were 
increases  in  all  other  titles  of  the  CARE  Act  and  in  federal  AIDS 
spending  overall.   The  community-based  nature  of  the  Title  III(B) 
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programs  assures  that  services  are  culturally  and  linguistically 
appropriate  and  accessible  for  affected  populations,  particularly 
communities  of  color.  The  centralization  of  HIV  care  services 
within  the  existing  community  health  providers  builds  on  historical 
and  familiar  relationships.  This  creates  "one-stop  shopping"  for 
care,  assuring  the  possibility  of  integrated  and  flexible  systems 
of  care,  and  diminishing  duplication  of  services  within  the 
community.  In  Philadelphia,  without  Ryan  White  Title  HI(B)  funds, 
the  network  of  clinics  would  not  be  able  to  care  for  the  current 
caseload  of  683  individuals  with  HIV  disease  —  many  of  whom  live 
in  a  federally  designated  "medically  underserved  area."  There  is 
an  average  intake  of  one  new  HIV  infected  patient  daily.  Title 
III(B)  must  receive  $82  million  in  FY  95  in  order  to  begin  to 
address  these  skyrocketing  caseloads  across  the  country. 

Title  IXI(B)  of  the  Ryan  White  CARE  Act  has  been  an  extremely 
successful  program  —  providing  capacity  for  comprehensive 
care  to  an  estimated  96,000  HIV  positive  persons  or  persons  at 
high  risk  for  HIV  infection. 

It  is  estimated  that  22,000  of  these  people  served  at  136 
sites  were  already  HIV  positive.  The  community  health  providers 
funded  under  Title  III(B)  continue  to  provide  critical  services  to 
medically  underserved  populations.  In  1992,  forty  percent  of  the 
clients  were  women;  fifty-five  percent  were  people  of  color;  one- 
in-five  clients  were  adolescents;  twenty-eight  percent  were 
substance  users  and  their  sexual  partners.  Without  adequate  Title 
III(B)  funding,  these  populations  will  fall  through  the  cracks  of 
our  medical  system.  This  will  result  in  costly  hospitalizations 
which  have  created,  in  some  cities,  emergency  room  waiting  periods 
of  2-3  days. 

Title  III(B)  community  health  providers  are  the  primary  "point 
of  access"  to  comprehensive  health  care  for  historically 
underserved  populations  and  medically  indigent  individuals, 
particularly  women,  children  and  people  of  color. 

One  clinic,  located  in  the  Bronx,  serves  predominantly 
African-Americans  and  Latinos  (70  percent  of  their  caseload  is 
African  American).  In  FY  91,  the  center  served  320  people  with 
HIV/AIDS.  Two  years  later,  that  caseload  increased  to  750.  In  one 
Massachusetts  clinic,  every  woman  entering  the  clinic  for  prenatal 
care  was  offered  HIV  testing  and  counseling,  and  90  percent  of 
these  women  accepted  the  service.  87  percent  of  children  with  HIV 
are  infected  through  perinatal  transmission,  and  in  the  next 
decade,  AIDS  threatens  to  be  among  the  leading  causes  of  death 
among  all  children.  It  is  essential  that  HIV  care  services  are 
available  in  these  central  medical  "points  of  access"  for  these 
populations  at  high  risk  for  HIV  infection.  Title  III(B)  of  the 
CARE  Act  must  be  funded  at  the  level  of  the  President's  request  in 
FY  94  —  $82  million  —  in  order  to  maintain  current  services  and 
expand  programs  in  communities  with  no  Title  111(B)  provider 
network. 

The  Title  III(B)  community  health  centers  provide  early 
intervention  and  outpatient  care  that  enable  people  with 
HIV/AIDS  to  circumvent  the  need  for  inpatient  care  at  public 
hospitals. 

Eighty-five  percent  of  Title  III(B)  funds  are  used  for  primary 
care  services.  This  eases  the  burden  of  AIDS  cases  on  our  fragile 
public  health  system  and  saves  money  in  costly  hospitalizations. 
The  estimated  annual  direct  medical  care  cost  for  treating  a  person 
with  AIDS  was  $38,000  in  1992.  In  1990,  the  average  cost  per  year 
of  providing  an  individual  with  HIV  disease  early  intervention 
services  was  estimated  to  be  $5,904.  Title  III(B)  funds  enable  a 
community  provider  to  reach  out  aggressively  to  high  risk 
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communities,  embed  counseling  and  testing  opportunities  in  the 
overall  scope  of  services  and  focus  on  the  earliest  intervention 
possible  in  the  onset  of  HIV  disease.  By  getting  people  with  HIV 
disease  into  care  systems  earlier,  they  remain  healthier  longer  and 
°"5K°LSr  -^.^"P^^^^"^  settings.  It  has  been  proven  that  people 
with  AIDS  within  a  managed  system  of  care  live  60  percent  longer 
and  realize  a  savings  of  8  percent  in  hospitalization  costs. 

I  implore  you  to  fund  Title  III(B)  of  the  Rvan  White  CARE  Act 
at  the  level  of  $82  million  in_FY__95^  Title  III(B)  funds  provide 
a  literal  lifeline  to  thousands  of  medically  indigent  and 
underserved  communities  in  our  nation,  in  our  states  and  in  our 
hometowns.  Without  adeguate  funding  of  Title  III(B),  the  burden  of 
care  for  people  living  with  HIV/AIDS  will  be  too  great,  and  our 
fragile  health  care  system  will  collapse. 


STATEMENT  OF  THE  READING  IS  FUNDAMENTAL  INC 

Reading  Is  Fundamental  (RIF)  is  pleased  to  offer  recommendations  on  the  Inexpensive  Book 
Distribution  Program  which  RIF  operates  by  contract  to  the  Department  of  Education. 

The  Administration  has  requested  level  funding  at  $10.3  million  for  FY  '95.    RIF  respectfully 
urges  funding  at  $10.7  million  to  help  maintain  current  service  levels. 

Yet  another  study,  the  recent  Nation's  Reading  Report  Card  has  -  like  its  many  predecessors  - 
sounded  the  alarm  that  our  children's  reading  skills  simply  are  not  good  enough.   And,  like  the 
studies  before  it,  this  one  also  reports  that  students  v^ith  the  best  reading  skills — across  all  age 
groups  and  grade  levels — are  those  who  read  frequently  for  pleasure  and  have  ready  access  to 
books. 

In  order  to  read  well  enough  for  21st  century  life,  our  children  must  choose  to  read  and  read 
often;  to  do  so,  they  must  have  access  to  books.   Within  this  straightforward  message  lies  the 
challenge  the  Book  Program  attempts  to  meet.  This  pioneering  program  -  which  Congress  had 
the  foresight  to  create  long  before  the  studies  focused  on  the  importance  of  book  access  and 
pleasure  reading — is  the  only  nationwide  effort  that  actually  gets  books  to  children  on  a 
massive  scale  and  gets  them  to  read  often  and  well. 

In  terms  of  the  billions  of  dollars  in  this  Committee's  jurisdiction,  the  Book  Program  is  small 
indeed.    And  its  impact  could  be  easily  overlooked.    Perhaps  we  have  not  emphasized  enough 
the  magnitude  of  its  accomplisliments — an  impact  that  is  larger  and  more  fnr-renching  than  its 
name  or  budget  would  suggest.  It  is  far  more  than  a  program  that  distributes  books. 

The  relatively  few  dollars  appropriated  to  the  Book  Program  are  at  work  in  every  Stale, 
Washington,  D.C.,  Puerto  Rico,  the  U.  S.  Virgin  Islands  and  Guam.    It  is  bringing  books  and 
reading  motivation  to  children  in  more  than  15,000  locations  nationwide.   Wherever  the  Book 
Program  is  at  work,  children  read  more,  read  better,  and  use  the  library  more.  Tliey  are 
becoming  motivated  learners,  and  their  parents  are  joining  in  their  education. 

Each  year,  the  Book  Program  reaches  about  three  million  children,  last  year  getting  some  10 
million  books  into  their  hands  and  homes.   And  each  year,  the  Book  program  leverages  about 
$3  in  funds,  goods,  and  services  for  every  federal  dollar  invested. 

Behind  these  statistics  there  is  a  larger  story — the  story  of  real  people  making  a  real  difference 
in  the  lives  of  children,  their  families,  and  their  communities.  First,  there  are  the  161,000 
grassroots  RIF  volunteers  who  work  side  by  side  with  children  to  get  them  reading. 

We've  often  heard  the  adage  that  it  takes  a  whole  village  to  raise  a  child.   From  Corporate 
CEOs  to  Head  Start  mothers,  from  concerned  teenagers  to  elected  officials,  these  caring 
volunteers  bring  the  village  to  the  child,  sending  the  clear  message,  "this  village  wants  you  to 
grow  up  reading."  It  is  a  message  children  hungrily  absorb.  The  children  are,  for  the  most  part, 
children  on  the  fringes  of  society's  mairvstream.   For  many,  life  is,  quite  simply,  a  nightmare. 
But  thanks  to  the  Book  Program  and  the  volunteers  it  attracts,  these  children  can  now  dare  to 
dream  of  a  different  kind  of  life,  one  that  includes  lifelong  learning.   For  children  who  have  so 
little,  owning  books  becomes  a  special  matter  of  pride,  and  reading  them  becomes  a  priority. 
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In  reality  it  is  far  more  than  a  book  program.   It  is  a  reading  program,  a  learning  program,  a 
parent  involvement  program.   And  it  is  a  flexible  education  program  which,  unlike  most,  can  go 
to  children  wherever  they  are — not  just  in  schools,  but  in  such  places  as  migrant  camps, 
detention  centers,  hospitals,  homeless  shelters — wherever  there  are  children  who  need  its 
services. 

Another  look  at  the  story  beyond  the  statistics  reveals  the  extent  to  which  the  book  program 
leverages  support  for  a  series  of  complementary  and  stunningly  successful  specialized  programs 
targeted  for  some  of  the  nation's  most  at-risk  children  and  families.  These  initiatives,  funded  by 
non-governmental  sources,  are  leveraged  by  and  built  upon  the  foundation  of  the  Book 
Program.   Among  these  programs  are  one  to  train  Head  Start  parents  to  operate  RIF  projects, 
providing  them  llie  tools  to  encourage  reading  and  language  development  at  home;   another  for 
teen  parents  that  enhances  the  teens'  reading  capabilities  and  teaches  them  how  to  bring  up 
their  children  in  a  literacy-rich  environment;   yet  another  that  trains  parents  in  adult  literacy 
programs  in  the  variety  of  skills  needed  for  operating  RIF  projects  for  their  cluldren.   All  of 
these  programs  have  the  advantage  of  training  the  parents  in  management,  budgeting,  book 
selection,  organization,  and  creating  reading  incentive  activities  while  at  the  same  time  aiding 
them  in  rearing  their  children  as  readers. 

The  Book  Program  also  is  the  foundation  for  other  RIF  privately-funded  programs  such  as: 
family  reading  rallies,  workshops  and  training  sessions,  thus  far  attracting  in  excess  of  100,000 
participants;  an  interdisciplinary  science  and  reading  program  involving  upper  elementary 
school  students  in  hands-on  science  activities  and  related  pleasure  reading;   a  cross-age 
community  service  program  engaging  middle  school  students  in  reading-related  service  to 
younger  children;   reading  corners  and  books  for  both  parents  and  children  in  homeless 
shelters. 

These  targeted  services  are  built  upon  the  expertise  and  stable  foundation  of  the  Inexpensive 
Book  Program.   All  have  been  launched  at  no  cost  to  the  government.  The  Book  Program  has 
enabled  RIF  to  develop  partnerships  and  attract  Investments  of  time,  money,  and  services. 
Through  partnerships  with  some  of  the  nation's  foremost  corporations,  foundations,  and  service 
groups,  as  well  as  those  institutions  most  involved  in  children's  education. 

A  few  of  those  who  have  joined  RIF  to  benefit  families  and  children  include:   Chrysler 
Corporation,  Kiwanis  International,  PTOs  &  PTAs,  Lions  Clubs,  Boys  &  Girls  Clubs,  Libraries, 
Jaycees,  Even  Start,  local  businesses,  GE,  Head  Start,  Rotary  Clubs,  and  others.  These  partners, 
and  many  more,  sign  on  because  the  RIF/Book  Program  is  a  sound  and  time-tested  means  to 
improve  the  quality  of  American  education.  RIF  can  offer  a  program  of  sufficient  scope  and 
impact  to  merit  far-reaching  partnerships  thanks  to  the  existence  of  the  Book  Program.   It  is  the 
cornerstone  upon  which  RIF  has  built  a  national  movement  for  children's  literacy  that  engages 
people  at  all  levels,  from  the  corporate  board  room  to  the  local  PTA. 

Communities  understand  the  Book  Program,  see  its  tangible  results,  and  want  it  for  their 
cliildren.   Recently,  word  that  RIF  might  be  able  to  fund  a  few  new  programs  drew,  in  a 
month's  lime,  more  than  1,000  applications — this  despite  the  fact  that  local  groups  get  Federal 
monies  only  for  the  purchase  of  books.   They  receive  no  monies  for  administration,  must  come 
up  with  a  matching  share  themselves  and  must  absorb  all  other  costs  of  their  projects. 

Rarely  is  the  government  praised  for  the  way  it  spends  the  taxpayers'  money.  But  ifs  a 
different  story  with  the  Book  Program.   RIF  frequently  hears  comments  like  that  of  a  school 
administrator  in  Oregon  who,  while  noting  that  the  Biook  Program  is  one  of  many  programs  he 
administers  and  has  the  smallest  budget,  said,  "I  strongly  feel  it  is  the  best  and  most  effective 
expenditure  of  educational  funds  that  I  have  seen." 

Equally  positive  reviews  of  the  RIF  Book  Program  come  from  other  quarters.   In  December, 
Parenting  magazine  named  RIF  one  of  the  nation's  top  15  "charities  that  really  help  kids."  And 
RIF  was  one  of  fewer  than  ten  of  300  organizations  studied  to  receive  an  A+  rating  from  the 
American  Institute  of  Philanthropy  in  its  Charities  Ratine  Guide. 

But  for  all  its  acclaim  and  success,  the  lack  of  funds  prevents  the  Book  Program  from  reaching 
too  many  children  who  need  it  most.  There  are  many  reasons  why  young  people  need  the 
Book  Program.  Not  all  are  easily  quantified.   But  one  clearly  documented  indicator  of  the  need 
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is  the  14  million  American  children  who  live  in  poverty.   Most  are  beyond  the  program's 
financial  reach. 

The  National  Education  goals  set  an  ambitious  standard  for  the  nation,   llie  Book  Program's 
positive  impact  on  children's  attitudes  towards  reading,  on  home  involvement  with  books,  and 
on  reading  frequency  and  ability  supports  progress  towards  achieving  five  of  these  National 
Education  Goals: 

Readiness  for  School:  Serving  preschool  children,  many  in  Head  Start  and  Even  Start  programs, 
with  language  and  pre-reading  skills,  and  with  books;  training  parents  as  first  teachers. 

High  School  Completion:  Creating  better  readers  who  are  then  more  likely  to  stay  in  school. 

Student  Achievement  &  Citizenship:  Training  middle  and  high  school  students  to  become 
literacy  mentors  to  younger  children. 

Science  and  Mathematics:  Addressing  the  correlation  of  books  and  reading  in  the  home  and 
performance  in  science  and  math;  involving  4th  and  5th  graders  in  a  special  program  to 
combine  reading,  science  and  technology 

Adult  Literacy  and  Lifelong  Learning:  Instilling  a  love  of  books  and  reading  in  millions  of 
children  who  will  grow  up  to  be  literate,  reading  adults;  involving  and  training  low-literale 
adults  as  program  volunteers  and  leaders. 

Clearly  the  Book  Program,  as  operated  by  Reading  Is  Fundamental,  makes  important 
contributions  toward  achieving  the  literacy  and  education  goals  America  has  set  for  itself.    And 
it  is  doing  so  at  very  little  cost  to  the  taxpayer — only  $3.23  per  child  last  year. 

The  RIF  Book  Program  costs  a  little  but  it  achieves  a  lot — far  more  than  its  price  tag  or  its  name 
would  suggest.   In  fact,  the  Book  Program  brings  back  to  the  taxpayer  —  and  the  country  —  far 
more  than  it  costs.   The  taxpayers  are  getting  for  their  dollars  a  program  that:   turns  children 
into  readers;  attracts  widespread  community  and  private  sector  support;   a  program  whose 
results  are  visible,  tangible,  understood  and  wanted  in  communities  around  the  country;   a 
program  that  is  accountable  and  has  a  track  record  of  success. 

A  small  pricetag  buys  little  today.  But  tl\rough  the  Book  Program,  it  buys  children  a  more 
promising  future. 

We  respectfully  ask  the  Congress  to  make  a  modest  but  important  investment  in  our 
children's  future  with  a  $10.7  million  Fiscal  '95  appropriation  for  the  Inexpensive  Book 
Distribution  Program. 

STATEMENT  OF  THE  SOCIETY  FOR  INVESTIGATIVE  DERMATOLOGY 

I  am  tmly  grateful  for  this  opportunity  to  submit  testimony  on  behalf  of  the  Society  for 
Investigative  Dermatology.  I  am  Stephanie  Pincus,  M.D.,  Professor  and  Chair  of  the 
Department  of  Dermatology  of  the  State  University  of  New  York  at  Buffalo. 

I  am  also  Chairman-Elect  of  the  Committee  on  Government  and  Public  Relations  of  the 
Society  for  Investigative  Dermatology  whose  mission  is  to  further  research  in  skin  disease. 
The  2,000  members  include  scientists  and  physician  researchers  from  universities,  hospitals, 
and  industry  committed  to  the  science  of  dermatology.   Each  of  our  members  firmly  believes 
that  research  is  critical  to  Improved  prevention,  diagnosis,  and  treatment  for  the  60  million 
Americans  afflicted  with  skin  disease.    My  purpose  in  being  here  today  is  to  personally 
emphasize  the  need  for  increased  funding  of  the  programs  of  the  National  Institute  for  Arthritis 
and  Musculoskeletal  and  Skin  Disease  (NIAMS). 

Skin  disease  represents  an  important  health  concern  in  this  country,  and  disproportionately 
effects  women  and  younger  people.  Approximately  one  in  twenty  visits  to  physicians  in  this 
country  is  made  for  some  skin  ailment;  a  total  of  24  million  visits  were  made  in  1990. 
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Skin  cancer  Is  the  most  comnrKjn  cancer  In  the  United  States.  Each  year  700,000  new  cases 
are  reported  and  approximately  one  In  seven  Americans  has  skin  cancer.  Additionally, 
malignant  melanoma,  a  very  serious  and  potentially  life  threatening  type  of  skin  cancer  Is  the 
most  rapidly  increasing  cancer.  Melanoma  Is  a  special  concern  since  if  diagnosed  early,  It  Is 
usually  treatable;  and,  furthermore,  it  nnost  commonly  affects  middle  aged  rather  than  elderly 
people.  Cutaneous  T  cell  lymphoma  (formerly  called  mycosis  fungoldes)  is  a  malignancy  of 
skin  lymphocytes  w/hich  leads  to  unremitting  and  uncontrollable  itching  of  the  body. 

Inflammation  or  dermatitis  of  the  skin  Is  a  leading  cause  of  work  disability.  Other  types  of 
skin  problems  such  as  acne,  warts,  and  psoriasis  cause  major  disconnfort  to  many  Americans 
who  would  benefit  by  having  less  costly  more  effective  treatments.   The  less  common 
hereditary  conditions  such  as  epidermolysis  bullosa  and  Ichthyosis  are  disabling  and 
disfiguring  while  connective  tissue  diseases,  such  as  lupus,  can  eventually  lead  to  death  from 
intemal  complications. 

Basic  research  can  lead  to  effective  treatments  in  unanticipated  and  unexpected  ways.  As  an 
example,  I  would  like  to  describe  the  story  behind  the  development  of  a  new  medication  for 
psoriasis  which  is  currently  available  in  England,  Canada,  parts  of  Europe,  and  will  soon  be 
available  in  the  United  States.   Over  thirty  years  ago,  research,  primarily  at  the  University  of 
Wisconsin,  began  to  examine  mechanisms  of  action  of  Vitamin  D.   The  molecular  structure  of 
Vitamin  D  was  defined.   Over  the  ensuing  years,  scientists  determined  that  almost  all  cells 
had  receptors  (binding  sites)  for  Vitamin  D.  Vitamin  D  proved  to  be  highly  effective  In 
promoting  calcification  and  development  of  bones,  and  as  such  was  added  to  the  milk  in 
order  to  assure  that  all  children  had  adequate  levels  of  Vitamin  D. 

Now,  how  do  we  come  to  skin  disease  from  bone?  It  was  observed  In  laboratory  research 
that  Vitamin  D  had  effects  on  the  state  of  many  different  kinds  of  cells.   Specifically  in  skin 
cells,  it  was  noted  that  Vitamin  D  promoted  normal  development  of  cultured  skin  cells  and 
also  artered  the  rate  of  growth  of  skin  cells.   It  was  known  from  other  studies  that  psoriasis,  a 
very  common  disease  which  appears  as  red,  thick,  scaly  spots  on  people's  skin,  was 
characterized  by  an  increased  growth  rate  and  abnormd  development  of  skin  proteins.   Thus, 
the  logical  question  became  whether  some  form  of  Vitamin  D  might  be  effective  in  the    / 
treatment  of  psoriasis.   European  researchers  were  able  to  identify  forms  of  Vitamin  D  which 
lacked  undesirable  side  effects  on  calcium  metabolism  and  began  testing  these  forms  in 
patients  with  psoriasis. 

These  studies  have  now  led  to  the  actual  development  of  new,  safe  and  effective  topical 
treatments  for  psoriasis  based  on  an  entirely  different  therapeutic  principle.   This  treatment 
has  been  so  effective  that  in  England  has  resulted  In  substantial  savings  by  the  closure  of 
psoriasis  light  treatment  centers  now  made  unnecessary. 

Research  performed  over  the  past  twenty  years  has  resulted  in  effective  diagnosis  and 
successful  treatment  in  many  important  areas  of  skin  disease.   In  some  of  these  diseases,  we 
now  know  exactly  where  the  molecular  defect  Is  and  are  beginning  to  understand  how 
defects  in  the  stmctural  proteins  (think  of  them  as  the  girders  in  the  steel  support  structure  of 
a  building)  may  lead  to  fragile  skin  which  blisters  on  easy  pressure  as  In  epidermolysis 
bullosa.   There  are  six  skin  disease  research  centers  funded  by  NIAMS  which  have 
successfully  pursued  Investigation  In  many  Important  areas  of  research  including: 
Immunodermatology  and  the  mechanisms  of  development  of  skin  cancer. 

Research  on  lasers  led  to  new  treatments  for  patients  with  unsightly  vascular  maKormatlons 
commonly  known  as  port  wine  stains.   Laser  research  now  is  being  used  to  develop  non- 
Invasive  treatments  for  skin  cancer  to  avoid  the  necessity  for  excision  (cutting  out  cancer)  of 
skin.  With  regard  to  skin  cancers,  screening  programs  have  lead  to  the  early  identification  of 
melanoma  and  saved  numerous  live  through  early  detection  and  treatment. 

As  a  research  physician,  who  has  been  actively  practicing  dermatology  for  almost  20  years,  it 
Is  extremely  gratifying  to  see  the  fmits  of  this  research  actually  influences  the  treatment  of 
patients,  thus  actually  validating  our  research  efforts. 

Those  of  us  in  the  research  community  believe  that  it  Is  essential  that  NIAMS  receive  parity  In 
order  to  continue  and  expand  successful  research  efforts.   L.ack  of  adequate  research  funding 
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is  already  beginning  to  have  a  number  of  deleterious  consequences  in  the  academic 
environment.   For  instance,  a  number  of  experienced  researchers  have  been  unable  to  get 
research  support  and  have  been  forced  to  abandon  their  laboratory  careers.    Physicians  and 
scientists  who  have  spent  years  training  and  developing  programs  and  honing  their  laboratory 
skills  have  of  necessity  turned  to  patient  care  which,  though  extremely  important.  Is  unlikely  to 
lead  to  further  progress. 

A  further  consequence  is  the  diminishing  number  of  young  physicians  choosing  academic 
careers.   If  we  do  not  have  these  educators,  researchers,  and  teachers  in  the  future,  then  who 
will  train  further  physicians  in  those  essential  aspects  of  medicine.   Computers  and  books 
cannot  teach  essential  humanistic  values  and  the  scientific  approach  which  has  been  a 
mainstay  of  American  medicine.   The  researchers  who  remain  are  dispirited  and  they  are 
afraid  to  take  chances.   They  do  not  undertake  truly  unusual  and  innovative  studies  for  fear 
that  those  studies  will  not  be  successful  and  that  they  will  lose  their  funding.   Thus,  the 
current  atmosphere  has  a  counter  productive  effect  on  the  generation  of  ideas  and 
discourages  innovative  research. 

I  have  already  reviewed  how  research  may  have  important  unanticipated  benefits,  and  how 
we  have  been  very  successful  in  applying  research  to  patient  care.  There  are  many  instances 
when  the  lack  of  funding  has  meant  that  no  research  has  been  conducted  in  important  areas. 
For  instance,   my  own  clinical  area  of  expertise  Is  gynecologic  dermatology,  more  commonly 
known  as  vulvar  disease.   This  involves  diagnosis  and  treatment  of  skin  disease  of  the 
external  female  genitalia,  the  vulva.   This  subcommittee  has  heard  testimony  about  diseases 
of  this  area  from  representatives  of  the  interstitial  cystitis  support  group.   There  are  many 
women  with  disabling  pain  and  burning  of  the  vulva,  known  as  vulvodvnia,  which  preclude 
having  sexual  relations.   This  condition,  which  is  inordinately  frustrating  for  patients  and 
physicians  alike,  was  recently  discussed  in  an  article  by  Jane  Brody  for  the  New  York  Times. 
Last  Friday  as  I  was  preparing  this  testimony,  I  asked  one  of  my  patients  for  her  advice.   This 
38-year-old  woman  is  so  disabled  she  is  barely  able  to  sit,  work,  or  drive.   She  urged  me, 
despite  the  sensitive  nature  of  her  condition,  to  plead  her  case.   There  is  not  one  research 
grant  in  this  country  that  supports  clinical  investigation  in  this  disease.    Furthermore,  there  is  a 
serious  lack  of  empathy  and  understanding  of  the  terrible  ordeal  these  patients  and  their 
husbands  suffer.   Untold  numbers  of  women  are  desperately  seeking  treatment  to  restore 
their  lives. 

I  have  already  mentioned  the  condition  called  cutaneous  T  cell  lymphoma  or  mycosis 
fungoides,  where  cancerous  lymphocytic  cells  in  the  skin  cause  intolerable  itching.   This 
disease  is  completely  unresponsive  to  current  treatments.   I  can  assure  you  that  there  is 
nothing  more  devastating  for  the  patient  or  the  physician  than  to  have  uncontrollable  total 
body  itching.   Additional  research  into  the  intolerable  itching  associated  with  cutaneous  T  cell 
lymphoma  could  unlock  the  mysteries  of  other  ailments  which  cause  intense  itching,  such  as 
poison  ivy  and  eczema. 

A  third  area  in  which  we  as  physicians  are  tmly  hampered  by  a  lack  of  understanding  is  hair 
and  nail  diseases.  You  may  have  heard  about  alopecia  areata  which  varies  from  partial  to 
complete  hair  loss  of  unknown  cause.   A  way  to  conceptualize  this  disease  is  to  think  about 
hair  growth  as  a  light  switch  which  has  been  turned  off.   Lacking  an  understanding  of  how  the 
switch  is  turned  off,  we  are  completely  unable,  i,-i  a  safe  and  effective  fashion,  to  stimulate 
regrowth  and  flip  the  switch  back  on.   These  are  but  three  critical,  but  neglected,  diseases 
which  cause  enormous  personal  distress  to  many  of  our  patients  and  call  out  for  increased 
attention  from  the  research  community.   This  increased  attention  cannot  be  forthcoming 
without  a  substantive  Increase  in  research  funding. 

I  hope  that  in  these  few  minutes,  I  have  set  the  stage  for  my  final  message.   Research  can 
have  enormous  unanticipated  benefits  in  terms  of  cost-effective  and  beneficial  treatments  for 
our  patients  as  well  as  disease  prevention.   While  we  have  been  successful  in  many  ways, 
through  the  Skin  Disease  Research  Centers  Program  as  well  as  individual  grants,  there  are  a 
number  of  important  areas  which  urgently  require  appropriate  scientific  Investigation. 

My  testimony  leads  to  the  inescapable  conclusion  that  Increased  funding  of  NIAMS  must  be 
achieved.   Parity  for  NIAMS  is  essential.   NIAMS  has  been  seriously  underfunded  since  its 
beginning  in  1986.   For  this  reason,   the  Society  of  Investigative  Dermatology  requests  an 
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11%  increase,  to  bring  total  funding  to  $250  million.  We  know  that  this  is  a  difficulty  fiscal 
time,  however,  we  truly  believe  that  research  money  is  well  spent  and  will  have  important  cost 
benefit;  and  we  can  personally  assure  you  that  increased  funding  will  bring  numerous 
rewards  for  all  Americans  with  skin  disease.   Thus,  on  behalf  of  the  research  community,  the 
academic  community,  and  indeed  all  patients  with  skin  disease,  we  ask  that  you  seriously 
consider  our  request. 


STATEMENT  OF  THE  SOCIETY  OF  GENERAL  INTERNAL  MEDICINE 

The  Society  of  General  Internal  Medicine  (SGIM)  was  founded  in  1978  to  promote  improved  patient 
care,  teaching  and  research  in  primary  care  general  internal  medicine.  There  are  approximately  2,200  members 
of  SGIM.  The  general  internist  combines  the  characteristics  of  humanistic  clinician,  diagnostician,  primary 
care  physician,  consultant,  and  expert  in  disease  prevention,  health  promotion  and  continuing  care  in  the 
management  of  adult  and  geriatric  patients  with  advanced  disease.  The  general  internist  must  be  prepared 
to  meet  the  demands  of  a  rapidly  changing  and  complex  health  care  system  while  serving  as  the  patient's 
advocate,  being  a  wise  manager  of  costly  resources,  and  adapting  to  a  constantly  changing  medical  practice 
environment. 

We  believe  that  there  is  a  need  for  a  comprehensive  and  progressive  approach  to  health  care  reform. 
SGIM  supports  the  Administration's  efforts  to  develop  a  health  care  system  that  provides  universal  access  to 
care  for  all  Americans.  We  agree  and  emphasize  that  such  reform  requires  the  creation  of  a  new  health  care 
workforce  that  relies  on  a  larger  base  of  primary  care  physicians. 

Other  countries  that  provide  universal  access  to  health  care  do  so  with  higher  ratios  of  primary  care 
physicians  to  specialists  and  at  a  lower  per  capita  cost  than  in  the  United  Stales.  Evidence  also  indicates  that 
facilitating  access  of  all  Americans  to  primary  care  practitioners  by  restructuring  and  strengthening  their  role 
in  the  health  care  system  will  help  resolve  the  health  dilemma. 

The  federally  authorized  Council  on  Graduate  Medical  Education  (COGME)  believes  that  successful 
health  care  reform  must  contain  effective  stratCEies  to  train  more  eeneralists  and  fewer  specialist  physicians. 
SGIM  is  in  agreement  with  COGME  that  the  current  mismatch  between  physician  supply  and  health  care 
needs  will  be  magnified  as  the  nation  establishes  universal  access  to  care  and  shifts  to  systems  of  managed  care. 
The  Bureau  of  Health  Professions  projects  a  year  2000  shortage  of  35,000  generalist  physicians  in  a  managed 
care  dominated  system  if  current  patterns  of  specialty  choice  and  numbers  of  graduates  persist.  Unless  this 
imbalance  is  addressed  to  achieve  a  significant  increase  in  generalist  physicians,  efforts  to  expand  access  to 
health  care  and  promote  cost  containment  will  be  compromised. 

Over  the  past  IS  years,  there  have  been  increasing  federal  funds  to  support  specialized  care  and 
biomedical  research  through  Medicare  Part  A  and  Part  B,  the  Health  Care  Financing  Administration's 
(HCFA)  graduate  medical  education  (GME)  funds.  National  Institutes  of  Health  (NIH)  grants  and  the 
Department  of  Veterans  Affairs.  At  the  same  time,  there  has  been  substantial  private  investment  in 
specialized  care  through  the  health  insurance,  pharmaceutical  and  biotechnology  industries.  These  shifts  have 
created  an  enormous  and  progressively  worse  underfunding  of  generalism,  and  thereby,  have  drained  energy 
from  the  existing  mechanism  to  train  general  internists  and  general  pediatricians.  Only  10  of  126  allopathic 
medical  schools  had  over  35%  of  graduates  between  1987  and  1989  enter  generalist  practice.  Ideally,  50%  or 
more  graduates  should  enter  primary  care  Tields. 

Title  VII  programs  represent  the  only  federal  effort  to  support  increased  training  of  primary  care 
physicians.  The  Administration's  proposed  budget  for  fiscal  year  1995  proposes  to  consolidate  over  25 
categorical  health  professions  programs  into  five  consolidated  grant  programs:  primary  care;  minority  and 
disadvantaged  assistance;  consolidated  loans;  other  priority  nursing;  and  health  professions  research  and  data. 
The  President  is  requesting  $267  million  for  the  health  professions  consolidation;  this  represents  a  decrease 
of  S15  million  from  1994  appropriations  of  S282  million. 

SGIM  believes  that  Federal  policies  should  support  additional  training  opportunities,  particularly  in 
the  ambulatory  setting.  We  recognize  that  new  directions  exist  for  grants  and  programs  under  Title  VII  in  the 
context  of  health  system  reform.  However,  with  the  eventual  outcome  of  reform  uncertain,  we  urge  Congress 
not  to  disrupt  programs  that  will  almost  certainly  need  to  be  expanded  by  any  of  the  currently  proposed  health 
system  reform  initiatives. 

COGME's  Fourth  Report  to  Congress  recommends  that  rather  than  providing  open-ended  funding 
of  residency  positions,  that  public  funds  utilized  to  support  graduate  medical  education  should  be  used  to 
obtain  the  necessary  number  of  primary  care  physicians  and  specially  mix  of  physicians.  To  achieve  this, 
COGME  proposes  thai  expanded  incentives  be  made  available  to  individuals  and  institutions  through  increased 
funding  of  Title  VII  training  programs  and  the  National  Health  Service  Corps  to  graduate  more  generalist  and 
minority  physicians,  to  improve  the  geographic  distribution  of  physicians,  and  to  build  the  primary  care 
teaching  capacity  necessary  for  an  expanded  system  of  training  generalists. 
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Residency  Training  and  Faculty  Development  Programs 

The  impact  of  the  primary  care  residency  training  programs  and  faculty  development  programs 
supported  by  Title  VII  has  been  dramatic  despite  the  primary  care  crisis.  These  grants  have  led  directly  lo  the 
establishment  of  new  training  programs  in  general  internal  medicine  and  pediatrics  and  have  provided  support 
for  many  successful  residencies.  An  increased  level  of  funding  would  facilitate  the  conversion  of  traditional 
specialty-oriented  programs  in  internal  medicine  to  primary  care  general  internal  medicine  programs. 

Title  VII  funding  has  also  provided  critical  support  for  faculty  development  programs.  If  primary  care 
training  needs  to  be  emphasized  and  student  and  resident  education  expanded,  there  is  a  real  need  for  faculty 
development  in  primary  care.  This  requires  programs  which  promote  teaching  improvement  and  career 
development. 

We  realize  that  an  increase  in  program  funding  at  a  time  of  fiscal  austerity  is  difficult.  However, 
general  internal  medicine  and  general  pediatrics  training  programs  (which  together  train  the  most  medical 
students)  require  a  greater  level  of  support  if  we  are  to  meet  the  country's  basic  health  care  needs  and  train 
more  primary  care  physicians.  Though  both  general  internists  and  pediatricians  are  generalist  specialties,  they 
represent  two  different  disciplines. 

Previous  funding  levels  have  been  inadequate  to  support  many  worthy  programs. 
The  shortfall  in  funds  available  has  limited  training  opportunities  and  resources  for  many  residency  programs. 
For  example,  in  fiscal  year  1994  (dollars  in  millions); 

Total  Appropriations  for  Residency  and  Faculty  Development  S  16.84 

Total  Continuation  Commitment  for  Residency  Training 

and  Faculty  Development  $10.8 

Amount  Available  for  New  Funds  $6.0 

Total  Amount  Recommended  for  Residency  Training 

and  Faculty  Development  $13.7 

Percent  of  Recommended  Amount  That  Can  Be  Funded  44% 

In  addition  to  support  for  residency  training  and  faculty  development,  there  is  a  need  for  medical 
education  research.  We  believe  that  it  is  vital  to  assess  the  impact  of  our  medical  education  system  and  the 
effect  (and  costs)  of  any  changes  introduced.  Such  changes  have  broad  implications  for  faculty  development, 
costs  and  health  care  delivery.  We  support  the  purpose  and  rationale  of  the  Health  Professions  Educational 
Research  initiative,  which  provides  funding  to  public  and  nonprofit  private  educational  entities  for  conducting 
research  on  various  health  professions  issues.  One  of  the  issues  for  research  which  has  been  authorized  for 
this  program  is  to  assess  the  impact  of  medical  school  curriculum,  including  the  availability  of  clinical  training 
in  ambulatory  care  settings,  to  the  extent  the  curriculum  influences  the  percentage  of  physicians  selecting 
primary  care  residencies  and  selecting  primary  care  as  a  medical  career.  SGIM  recommends  fiscal  year  1995 
funding  of  $2.2  million  for  Health  Professions  Educational  Research. 

Agency  for  Health  Care  Policy  and  Research 

As  a  result  of  an  enormous  and  sustained  investment  in  biomedical  research  over  the  last  40  years, 
the  technical  capacity  of  the  United  States  health  care  system  is  unequaled  in  the  world.  Relatively  few 
dollars,  however,  have  been  invested  in  primary  care  research.  Despite  the  technological  capabilities  of  the 
nation's  health  care  delivery  system,  there  exists  inequities  in  access  to  health  care  and  variations  in  costs.  An 
expanded  research  program  examining  the  organization  and  process  of  primary  care  is  essential  to  refine 
rational  policy  development  and  to  ensure  the  optimal  provision  of  services. 

In  August,  1993,  a  report  of  the  Task  Force  on  Building  Capacity  in  Primary  Care  research  was 
published.  The  Task  Force  was  established  in  November,  1990  by  the  primary  care  medical  disciplines  to 
prepare  a  set  of  recommendations  for  increasing  relevant  research  productivity.  One  of  the  recommendations 
of  the  Task  Force  is  that  Congress  should  appropriate  funds  to  the  Agency  for  Health  Care  Policy  and 
Research  (AHCPR)  to  provide  support  for  institutions  to  develop  a  culture  and  infrastructure  that  are 
conducive  to  primary  care  research. 

Many  researchers  in  primary  care  are  dependent  on  funding  from  the  AHCPR.  We  commend  the 
President  for  recommending  $173  million  for  AHCPR  fiscal  year  1995  funding.  However,  in  order  to  support 
the  training  of  more  primary  care  researchers,  as  well  as  an  expansion  of  research  efforts  to  better  understand 
cost  effective  primary  medical  care,  we  support  fiscal  year  1995  appropriations  of  $200,000,000  to  fund  the 
AHCPR.   This  represents  an  increase  of  30  percent  from  fiscal  year  1994  appropriations  of  $154,399,000. 
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It  is  disturbing  that  many  worthy  research  grants  which  are  approved  by  AHCPR  are  not  funded:  over 
the  last  three  years,  less  than  10%  of  approved  grants  have  been  awarded  funds.  This  payline  is  significantly 
less  than  other  agencies  within  the  Public  Health  Service.  For  example,  the  National  Institutes  of  Health  will 
make  awards  to  approximately  25%  of  grants  approved  for  funding  by  the  various  institutes. 

AHCPR  has  cited  development  of  primary  care  as  one  of  its  three  priorities.  However,  separate  funds 
are  not  allocated  within  the  AHCPR  budget  for  primary  care  research  projects.  Expanded  research  related 
to  primary  care  services  will  be  crucial  to  a  reformed  health  care  system.  SGIM  recommends  that  a  separate 
account  be  established  to  support  primary  care  research  initiatives. 

Conclusion 

The  United  States  has  a  serious  imbalance  in  the  physician  workforce  between  generalists  and 
specialists.  Evidence  from  the  United  Slates  and  other  countries  suggests  that  facilitating  access  of  all 
Americans  to  primary  care  practitioners  by  restructuring  and  strengthening  their  rote  in  the  health  care  system 
will  help  us  resolve  our  health  care  dilemma.  Therefore,  we  urge  the  subcommittee  to  continue  strong  support 
for  general  internal  medicine  by  increasing  appropriations  for  Title  VII  programs  designed  to  fund  general 
internal  medicine  and  general  pediatrics  residency  training  programs.  These  programs  will  allow  and,  indeed, 
will  force  teaching  hospitals  and  medical  schools  to  place  a  priority  on  training  physicians  to  meet  the  health 
care  needs  of  their  communities  and  their  patients.  The  programs  also  enable  the  hospitals  and  schools  to 
further  their  service  commitment  by  developing  educational  programs  that  will  prepare  physicians  to  provide 
primary  care. 

We  encourage  the  subcommittee's  leadership  through  suppori  of  Title  VII  grant  programs  and 
AHCPR  sponsored  research.  We  are  confident  this  funding  will  help  produce  a  more  suitable  physician  supply 
and,  ultimately,  more  satisned,  healthier  patients.  The  Society  of  General  Internal  Medicine  is  committed  to 
working  with  the  subcommittee  and  to  serving  as  a  resource  for  this  effort. 


STATEMENT  OF  THE  SOCIETY  FOR  PROGRESSIVE  SUPRANUCLEAR 

PALSY,  INC 

The  Society  for  Progressive  Supranuclear  Palsy  (SPSP)  has  proposed  to 
the  Congress  that  a  new  program  be  established  within  the  National 
Institute  for  Neurological  Disorders  and  Stroke  (NINDS)  to  allow  for 
the  expansion  of  the  agency's  intramural  research  activities  into  the 
private  scientific  community. 

The  provisions  of  House  of  Representatives  bill  3596  embody 
this  proposal.   They  would  initiate  research  centers  in  hospitals, 
universities,  etc.  to  study  the  movement  disorders. 

H.R.  3596  follows  the  example  set  by  a  similar  action  by 
Congress  about  10  years  ago  which  set  up  research  centers  to  study 
Huntington's  Disease.   These  centers  have  produced  phenomenal  results, 
discovering  the  genetic  cause  of  Huntington's  and  promising  to  prevent 
the  disease  in  the  near  future. 

Of  the  many  diseases  generally  known  in  the  medical  profession 
as  Movement  Disorders  some,  such  as  Parkinson's  Disease,  are  quite 
common.   Most  are  "rar&    disorders"  and,  because  they  affect  relatively 
few  patients,  are  neglected  by  private-sector  researchers.   Only 
government  can  fill  this  gap.   Our  special  interest  is  PSP  but  the 
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movement  disorders  are    so  Interrelated  that  progress  In  one  Is  likely 
to  cast  light  on  others. 

H.R.  3596  does  not  provide  for  an  appropriation.   It  Is  hoped 
that  Congress  will  assure  that  the  program  Is  adequately  funded. 

SPSP  brings  to  Congress  a  great  money-saving  bargain.   A 
relatively  small  expenditure  now  can  save  untold  millions  that  Medicare 
now  spends  on  Home  Health  Care,  and  Medicaid  now  spends  to  maintain 
patients  In  Nursing  Homes,  often  for  years.  Even  more  Important  Is  the 
suffering  and  death  that  can  be  prevented  by  concentrated  research  In 
the  Movement  01 sorders--prevent 1 ve  medicine  In  action! 


STATEMENT  OF  THE  SUSAN  G.  KOMEN  BREAST  CANCER 

FOUNDATION 

The  Susan  G.  Komen  Breast  Cancer  Foundation  appreciates  the  opportunity  to  present 
testimony  on  the  Department  of  Heahh  and  Human  Services'  appropriations  for  Fiscal  Year 
1995.  Founded  in  1982  by  Nancy  Brinker  in  memory  of  her  sister  Susan  G.  Komen,  the 
Foundation  is  a  national  network  of  volunteers  working  through  local  chapters  and  RACE  FOR 
THE  CURE  events  now  in  48  cities,  representing  30  states  and  the  District  of  Columbia.  Central 
to  Komen's  program  is  meeting  the  needs  of  the  underserved,  minorities  and  those  least  able  to 
access  health  care. 

Since  1982,  the  Komen  Foundation  has  raised  more  than  $19  million.  Using  a  peer 
review  selection  process,  the  Foundation  has  funded  over  149  national  grants  for  breast  cancer 
projects  and  post-doctoral  fellowships  for  basic  and  clinical  breast  cancer  research  in  areas 
including  magnetic  resonance  imagery,  genetics  and  hormonal/drug  studies.  This  year  the  RACE 
FOR  THE  CURE  national  5K  race  series  in  Washington,  D.C.  and  47  other  cities  across  the 
country  will  draw  an  expected  150,000  participants.  Of  the  funds  generated  by  these  races,  25% 
is  used  to  fund  national  research  grants,  and  75%  remains  in  the  race  city  to  support  local  cancer 
prevention  and  screening  programs,  including  clinics  and  mobile  mammography  vans,  and  to 
promote  awareness  and  education  programs  primarily  for  women  who  are  medically 
underserved,  low-income,  or  members  of  minority  groups. 

The  Susan  G.  Komen  Breast  Cancer  Foundation's  top  priorities  for  FY  1995  federal 
funding  include: 

Centers  for  Disease  Control  Breast  and  Cervical  Cancer  Screening  Program 

The  Komen  Foundation  supports  a  substantial  increase  in  appropriations  in  Fiscal  Year 
1995  for  the  Centers  for  Disease  Control  ("CDC")  Breast  and  Cervical  Cancer  Screening 
Program,  which  targets  screening  to  women  who  are  medically  underserved,  low  income  or 
members  of  minority  groups.  Currently  18  states  receive  CDC  funding  for  screening,  while  27 
other  states  merely  receive  planning  money.  Many  of  those  planning  states  are  ready  to  expand 
to  screening,  but  the  current  funding  level  of  $78  million  is  inadequate  to  permit  this  needed 
expansion. 

Last  summer,  in  recognition  of  the  vital  importance  of  cancer  screening  to  low-income 
and  underserved  women  in  the  United  States,  Senator  Barbara  Mikulski  led  the  effort  in  the 
Senate  to  reauthorize  this  program.  Now,  the  Appropriations  Committee  must  fulfill  this 
commitment  to  medically  underserved  women  and  fund  the  program  at  the  authorized  level  of 
$200  million.  With  this  funding  the  CDC  could  expand  its  efforts  and  would  be  able  to  screen 
30%  of  all  uninsured  women  in  each  of  the  50  states. 
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We  know  that  mammography  screening  in  coordination  with  chnical  breast  examination 
is  the  most  efTective  means  of  detecting  breast  cancer  in  its  earliest,  most  treatable  stage.  Early 
detection  saves  lives  and  saves  health  care  resources.    Nowhere  is  this  fact  more  relevant  than  in 
the  minority  community.  Data  from  the  SEER  program  from  1986  to  1990  reveal  that  African 
American  women  experience  a  lower  incidence  of  breast  cancer  than  do  white  women,  but  have  a 
significantly  higher  mortality  rate.  These  women  are  dying  at  a  greater  rate  because  their  breast 
cancer  goes  undetected  longer.  Minority  and  medically  underserved  women  do  not  receive  the 
screening  they  need  because  they  face  cultural,  economic  and  institutional  barriers  to 
mammography  screening  and  health  care  services. 

Medically  underserved  women  are  the  target  population  for  the  CDC's  efforts.  To  date, 
the  CDC  has  screened  over  75,000  women.  But  this  is  just  a  fraction  of  the  population  who  need 
these  services.  Every  state  should  have  the  funding  to  develop  community-based  screening 
programs  and  to  provide  mammograms  and  Pap  smears  to  underserved  women  to  detect  breast 
and  cervical  cancer. 

We  urge  Congress  to  provide  the  resource  support  to  enable  national  expansion  of  this 
urgently  needed  program.  The  House  Budget  Committee  Resolution  includes  $100  million  for 
the  CDC  Breast  and  Cervical  Cancer  Screening  program  for  FY  1995.  We  respectfully  request 
the  Labor,  Health  and  Human  Services  Appropriations  Subcommittee  to  go  well  beyond  this 
level  and  provide  $200  million  to  expand  the  program  into  all  50  states. 

National  Institutes  of  Health/National  Cancer  Institute 

The  Komen  Foundation  supports  increased  funding  for  basic  breast  cancer  research  and 
NCI  clinical  trials,  cancer  centers,  breast  cancer  control  programs,  and  research  training  and 
education  for  young  physicians/researchers.  In  his  FY  1995  Budget,  President  Clinton  requested 
$383  million  for  breast  cancer  research.  We  are  pleased  that  the  House  Budget  Committee 
Resolution  for  FY  1995  essentially  recommended  $421  million  for  breast  cancer  research.  We 
urge  the  Subcommittee  to  fund  breast  cancer  research  at  the  highest  possible  level  given  the 
competing  demands  for  limited  cancer  research  resources. 

We  have  learned  through  the  breast  cancer  clinical  trials  that  minorities  and  the  medically 
underserved  may  be  under-represented  in  NIH  sponsored  research  efforts.  Access  alone  does  not 
guarantee  participation.  Frequently  the  attendant  costs  of  transportation,  out-of-pocket  pharmacy 
expenses,  child  care  and  similar  supportive  services  prevent  participation  in  NlH-sponsored 
clinical  trials.  Without  inclusion  of  adequate  research  data  on  minorities  and  underserved 
populations,  we  will  be  unable  to  make  necessary  scientific  progress.  We  urge  the  Congress  and 
the  NIH  leadership  to  focus  additional  attention  on  how  best  to  overcome  these  barriers. 

Conclusion 

We  commend  the  vision  and  leadership  of  the  Senate  appropriators  on  women's  health 
concerns  and  urge  you  to  provide  tlie  necessary  funding  to  address  the  critical  range  of  breast 
cancer  health  needs.  The  Komen  Foundation  pledges  its  continued  support  and  partnership  with 
these  efforts. 


STATEMENT  OF  THE  UNITED  DISTRIBUTION  COMPANIES 

Mr.  Chairinnn  and  members  of  the  Subcommittee:  I  am  Wallace  Zeddun,  Vice  President  of  Customer 
Services  and  Operations  of  Wisconsin  Gas  Company.  Headquartered  in  Milwaukee,  Wisconsin,  our  service  territory 
is  located  primarily  in  Southeastern  Wisconsin.  Wisconsin  Gas  serves  approximately  47 1 ,000  customers  throughout 
Wisconsin,  92  percent  of  which  are  residential.  We  have  approximately  60,000  households,  or  about  120,000 
individuals  who  are  classified  as  low  income  in  our  service  territory. 

Today,  I  am  plea.sed  to  testify  on  behalf  of  United  Distribution  Companies  (UDC),  a  group  of  40  natural  gas 
companies  serving  18  states  whose  names  and  locations  are  set  forth  in  Appendix  A.  UDC  member  companies 
provide  natural  gas  distribution  service  to  customers  primarily  in  the  Midwest  and  Northeast  (Appendix  B). 

Wisconsin  Gas  and  all  UDC  member  companies  are  deeply  committed  to  meeting  the  energy  needs  of  all  our 
customers,  and  in  particular,  those  of  our  low  and  fixed-income  consumers.  We  are  strong  advocates  for  the  Low 
Income  Home  Energy  Assistance  Program  (LIHEAP)  and  the  Department  of  Energy's  Weatheriration  Assistance 
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Program  (WAP).     In  addition  to  supporting  these  Federal  programs,  UDC's  member  companies  participate  in  a 
variety  of  efforts  designed  to  augment  energy  assistance  to  low-income  households  at  the  local  level. 

Our  companies  are  an  integral  part  of  the  communities  we  serve.  On  behalf  of  the  low-income  customers  who 
live  in  our  communities,  I  urge  you  to  maintain  critical  funding  for  LIHEAP. 

L IJJ K A P  Funding  Retummendation 
Mr.  Chairman,  I  ask  for  your  coniimied  support  lor  the  Low  Income  Home  Energy  Assistance  Program,  and 
urge  that  this  Subcommittee  and  tlie  Congress  adopt  the  following: 

1.  Al  the  minimum,  sustain  LIHEAP  funding  for  the  1994-1995  Program  Year  at  the  $1,475  billion  level 
approved  by  this  Comniillcc,  the  Congress,  and  the  President  Inst  fall; 

2.  Provide  "advance  appropriations"  for  LIHEAP  for  Program  Vear  1995-1996  at  no  less  than  "currinl 
services"; 

3.  Reject  any  proposal  to  delay  or  defer  releasing  critical  FY  1995  LlllEAP  dollars;  and 

4.  Ensure  thai  any  leveraging  monies  "supplement"  and  not  "supplant"  necessary  federal  monies  for 
LIHEAP. 

Thus,  I  strongly  urge  you  to  reject  the  Administration's  proposal  to  slash  LIHEAP  funding.  This  proposal, 
which  would  cut  LIHEAP  by  $745  million,  would  have  a  devastating  impact  on  millions  of  low-income  elderly  and 
working  poor  families.  Under  this  plan,  nearly  half  of  the  5.5  million  households  currently  receiving  LIHEAP  could 
lose  assistance,  or  their  benefits  could  be  severely  reduced.  In  my  own  slate  of  Wisconsin,  many  of  the  127,000 
households,  or  about  339,000  pe<jple,  who  receive  energy  assistance  would  be  cut  from  the  program-including  many 
senior  citizens  and  families  with  small  children.   This  is  unacceptable. 

Why  LIHEAP  is  Essential 
We  recognize  that  tight  fiscal  constraints  in  discretionary  spending  sets  the  stage  for  particularly  difficult  choices 
for  Members  of  Congress  in  the  months  ahead.  However,  a  reduction  in  the  LIHEAP  appropriation  to  fund  other 
programs,  can  only  mean  that  we  resolve  one  crisis  for  the  low-income  families  and  replace  it  with  another  — 
an  energy  crisis-lhat  affects  both  our  youngest  citizens,  as  well  as,  our  low-income  senior  citizens.  It  is  an  accepted 
fact  that  low-income  people  suffer  witli  a  "heat-or-eat  dilpmma"  in  the  winter.  If  LIHEAP  funding  is  cut,  .some  low- 
income  customers  will  find  a  way  to  pay  their  heating  bills;  however,  they  will  do  so  at  the  expense  of  food,  or  other 
basic  necessities  like  medicine.  With  record  numbers  of  Americans  living  in  poverty,  and  many  families  across  this 
country  hit  hard  with  long-term  unemployment,  it  seems  a  cruel  choice  to  force  them  to  make. 

As  Commissioner  Neitzel  has  indicated,  there  is  a  strong  likelihood  that  industry  restructuring  will  result  in  near- 
term  rate  increases  for  low-income  and  other  residential  ratepayers.  This  will  result  in  LIHEAP  being  needed  even 
more.  LIHEAP  does  not  relieve  the  responsibility  of  low-income  consumers  to  meet  home  energy  costs;  but  rather, 
it  is  an  essential  component  in  the  family  budget  which  helps  to  "bridge  the  gap"  to  ensure  energy  service  and  make 
home  energy  more  affordable.  LIHEAP  keeps  many  low-income  families  off  welfare  and  allows  them  to  remain  self- 
sufficient. 

Further,  I  am  concerned  that  some  decision  makers  in  the  Administration  are  not  fully  cognizant  of  the 
significant  health-safety  concerns  that  LIHEAP  helps  to  address.  State  moratoria  may  provide  some  protection  for 
low-income  consumers;  however,  moratoria  do  not  exist  in  all  states,  do  not  govern  fuels-such  as  propane  and  fuel 
oil,  and  do  not  relieve  low-income  families  of  the  obligation  to  pay  for  iheir  home  energy  costs.  Faced  with 
significantly  higher  payments  for  home  heating  fuel,  low-income  families  will  have  limited  tough  choices;  heat-or-eat, 
go  further  into  debt-making  it  difficult  to  ever  become  independent;  or  use  potentially  unsafe  alternative  methods 
to  heat  which  could  result  in  tragedies.  Elderly  households  might  use  single  room  space  heaters  and  turn  their 
thermostats  down;  these  actions  will  increase  the  risk  of  hypothermia  for  tliese  customers.  Yet  other  low-income 
customers  will  move  households  together  to  make  ends  meet.  Overcrowded  substandard  housing,  space  heaters  and 
children  have  proven  to  have  tragic  con.sequences  in  our  community. 

Administration  officials  claim  that  the  need  for  LIHEAP  has  diminished;  this  opinion  does  not  .stand  up  to  the 
facts.  First,  the  theory  that  low  income  persons  need  less  energy  assistance  today  reflects  a  belief  that  poor  people 
are  better  off  now  than  they  have  been  in  the  past.  In  fact,  the  U.S.  Census  Bureau  figures  show  that  the  United 
States  today  has  the  highest  number  of  people  living  in  poverty  since  1962.  Our  own  experience  at  Wisconsin 
Gas  is  that  we  continue  to  have  thousands  of  customers  whose  low  income  status  makes  home  energy  unaffordable. 

Second,  low-income  families  pay  16  percent  of  their  incomes  on  home  energy  costs.  Among  other  slates,  such 
as  Ohio,  the  1990  census  showed  that  roughly  200,000  low-income  households  paid  25  percent  of  their  incomes  or 
more  for  energy  bills,  while  the  national  average  household  pays  three  to  four  percent  of  its  income.  Because  low- 
income  cu.stomers  often  live  in  poorly  insulated  homes,  they  use  about  15  percent  more  energy  than  the  average 
household  uses  to  heat  their  homes.  Tliis  problem  exists  in  spite  of  many  utility-  and  government-funded 
weatherization  programs  which  are  directed  at  a  long-term  solution  to  energy  costs. 
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The  National  Energy  Assistance  Directors*  Association  (NEADA)  tells  us  that  numerous  state  directors  are 
experiencing  dirficullies  in  running  their  programs  because  of  the  lack  of  adequate  LIHEAP  funding,  in  concert  with 
the  increased  demand  for  energy  assistance  due  to  the  severe  winter  weather,  as  well  as,  increased  unemployment 
throughout  the  country,  and  higher  heating  costs.  While  the  release  of  the  emergency  funds  have  helped  some  statM, 
other  states  not  benefitting  from  these  supplemental  monies  are  experiencing  severe  weather  now,  and  still  may  be 
forced  to  close  their  programs  early  and  turn  away  people  in  need. 

LIHEAP  Helps  Families 

Low-income  families  struggle  to  stay  together.  They  face  daily  challenges  to  pay  for  necessities.  If  you  take 
away  their  energy  assistance,  that  is  one  more  push  toward  homelessness.  Social  service  providers  tell  us  that  a  major 
problem  of  low-income  families  is  frequent  moves.  These  "moves"  can  be  triggered  by  eviction  due  to  nonpayment 
of  utility  bills.  These  events  occur  despite  our  best  efforts  to  assist  low-income  customers.  Frequent  moves  are 
particularly  burdensome  for  children  who  are  moved  from  school-to-school  in  the  process;  50  percent  of  LIHEAP 
recipients  have  nt  least  one  child.  Cuts  to  LIHEAP  will  merely  add  to  the  problem  of  homelessness,  undermine 
opportunities  for  educational  advancement  for  these  children,  and  further  de-stabilize  already  vulnerable  families. 

Lcveraginp  Incentive  Program 

While  UDC  believes  that  the  goal  of  the  leveraging  program  is  laudable,  we  are  concerned  that  critical  dollars 
for  the  regular  LIHEAP  program  to  maintain  benefits  to  low-income  households  have  been  reduced  to  fund  the 
Leveraging  Incentive  Program.  In  fact,  LIHEAP  has  experienced  sizable  cuts  in  the  past  three  years,  resulting  in 
cuts  to  benefits  and  in  reduced  case  loads  throughout  the  country.  The  further  reduction  in  LIHEAP  program  dollars 
for  leveraging  has  exacerbated  the  strains  on  many  states'  LIHEAP  programs.  The  Clinton  Administration's  proposal 
to  increase  leveraging  to  $50  million  next  year  is  inappropriate,  and  would  unfairly  penalize  low-income  families  in 
states  that  do  not  or  cannot  fully  participate  in  leveraging. 

UDC  strongly  advocates  that  leveraging  dollars  be  used  to  augment  or  supplement  more  adequate  Federal 
funding  for  LHIEAP,  and  not  be  u.sed  as  a  reason  to  further  erode  the  program.  Without  the  underpinning  of 
a  sizable,  dependable  Federal  LIHEAP  program,  meaningful  leveraging  efforts  could  recede,  or  indeed,  evaporate. 
Therefore,  UDC  recommends  that  any  leveraging  incentive  monies  be  in  addition  to  the  $1,475  billion  for  Program 
Year  (PY)  1994-1995,  and  be  over  and  above  the  "current  services"  level  for  PY  1995-1996. 

LIHEAP  is  the  Foundation  for  Private  Efforts 

Of  course,  the  burden  of  the  low-income  household's  basic  needs  does  not  rest  solely  on  the  Federal 
Government.  Our  member  companies  are  involved  in  and  concerned  about  the  well-being  of  our  communities -both 
in  economic  and  human  terms.  The  states  and  the  private  sector  also  have  a  responsibility  to  contribute  to  the  needs 
of  these  consumers. 

UDC  member  companies  have  developed  a  host  of  innovative  and  effective  programs  to  assist  their  low-income 
consumers  which  include  the  following:  operating  and/or  contributing  to  fuel  funds;  providing  discounts  and  credits 
to  low-income  consumers;  providing  partial  or  full  waivers  of  home  energy  connection  and  reconnection  fees,  and 
late  payment  charges;  partial  or  full  waiver  of  home  energy  security  deposits;  and  partial  forgiveness  of  home  energy 
bills.  Moreover,  many  of  our  companies  are  involved  in  various  energy  conservation  activities,  such  as 
weatherization  of  low-income  households,  budget  counseling  and  energy-use  education. 

The  Wisconsin  Experience 
In  Wisconsin,  we  have  come  to  appreciate  the  different  needs  of  low-income  households  and  diat  these  needs 
mu.st  be  treated  in  a  comprehensive  manner.    We  have  come  to  understand  that  low-income  consumers*  inability  to 
pay  their  fuel  bills  is  a  symptom  of  a  much  bigger  problem.   As  a  result,  we  in  Wisconsin  have  tried  to  approach  the 
consumers'  needs  with  a  comprehensive  program. 

First,  we  provide  the  low-income  consumers  with  an  affordable  payment  arrangement;  one  that  is  based  on  their 
ability  to  pay-independent  of  actual  usage.  Second,  we  provide  energy  assistance  based  on  household  need.  Third, 
we  forgive  past  arrears  for  consumers  who  make  regular  payments.  Lastly,  we  maximize  limited  program  resources 
by  first  weatherizing  the  households  with  the  highest  usage. 

Wisconsin  Gas'  EIP  Progrom 
To  implement  the  Wisconsin  plan,  Wisconsin  Gas  has  its  Early  Identilicalion  Program  (EIP).  The  EIP  is 
comprised  of  a  number  of  separate  yet  related  components.    Based  on  the  premise  that  consumers  who  are  having 
difficulty  paying  their  bills  may  have  more  concerns  than  just  not  having  sufficient  income,  we  have  attempted  to 
address  a  series  of  possible  symptoms.   The  following  are  a  few  of  the  components: 

*  An  Affordable  Payment  Plan  (Low-Income  Budget  Plan  -  LIBP)  tliat  is  based  on  household  income  less 
specific  expenses,  i.e.,  mortgages/rent,  other  utilities,  and  food. 

*  The  "Freezing"  of  Post  Arrearages  and  Forgiveness  of  these  arrearages  over  three  (3)  years  if  the 
consumers  make  consistent  payments.    Also,  the  forgiveness  of  current  arrears  with  consistent  payments. 

*  The  Rate  Based  Low-Income  Weatherization  Program,  which  at  no  cost  to  the  consumer,  can  reduce  their 
energy  burden  by  an  average  of  25  percent. 

*  The  Early  Start  of  Emergency  Energy  A.ssistance  Program  in  Milwaukee  County  is  before  the  October 
I  start  up  date  of  the  Federal  LIHEAP  program.   Utility  money  is  used  to  pay  for  the  intake  of  both  energy 
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a<;sistance  applications  and  reconnectlon  applications.  This  effort  ensures  that  low-income  consumers  who 
are  at  risk  to  ill  effects  from  cold  weather-children  and  seniors,  in  particular-receive  help  before  tiie  cold 
weather  begins. 

We  are  not  alone  in  the  development  of  creative  approaches  to  better  assist  low-income  households;  such  a 
commitment  is  representative  of  all  our  UDC  member  companies. 

Conclusion 
The  recent  bitter  weather  was  a  reminder  of  how  important  LIHEAP  is.    Many  states  saw  temperatures  below 
rero.  and  record  low  temperatures  were  set  across  the  nation.    We  appreciate  this  Committee's  efforts  to  release 
additional  funds  to  help  meet  the  emergency.    However,  adequate  LIHEAP  funding  extends  beyond  record  cold 
weather;  it  is  a  ongoing  need  for  our  less  fortunate  citizens. 

Mr.  Chnirinan,  the  Administrnlion's  request  for  a  reduction  in  LIHEAP  should  he  unncreplnble  l»  those 
responsible  for  ossuring  thni  our  disadvantnged  citizens  have  the  necessities  of  life.  The  truth  Is  simple. 
LHIEAP  is  n  public-private  partnership  program  that  works.  The  low  income  cnnnot  afford  to  pay  the  total 
cost  of  the  energy  they  use.    LHIEAP  helps  to  make  energy  service  available  and  more  affordable  to  tliem. 

Mr.  Chairman,  and  Members  of  the  Subcommittee,  the  National  Energy  Assistance  Directors'  As.socialion 
(NEADA)  joins  us  in  urging  you  to  retain  funding  for  LIHEAP  at  no  less  than  the  $1,475  billion  advance 
appropriated  level  for  its  Program  Year  1994-1995  (FY  1995),  and  provide  "advance  appropriations'  at  a  minimum 
of  the  "current  services"  level  for  LIHEAP  Program  Year  1995-1996  (FY  1996). 

Appendix  A 

MEMBERS  OF  UNITED  DISTRIBUTION  COMPANIES 

The  Member  Companies  serve  12,000,000 
residential,  commercial  and  industrial  gas  customers 


Company 

CENTRAL  ILLINOIS  LIGHT  COMPANY 

CENTRAL  ILLINOIS  PUBLIC  SERVICE  COMPANY 

CITIZENS  GAS  FUEL  COMPANY 

COLUMBIA  GAS  OF  KENTUCKY 

COLUMBIA  GAS  OF  MARYLAND 

COLUMBIA  GAS  OF  OHIO 

COLUMBIA  GAS  OF  PENNSYLVANIA 

COMMONWEALTH  GAS  SERVICES  INC. 

THE  EAST  OHIO  GAS  COMPANY 

EQUITABLE  GAS  COMPANY 

HOPE  GAS.  INC. 

lES  UTILITIES  INC. 

ILLINOIS  POWER  COMPANY 

INDIANA  GAS  COMPANY,  INC. 

IOWA-ILLINOIS  GAS  &  ELECTRIC  COMPANY 

KOKOMO  GAS  COMPANY 

MICHIGAN  GAS  COMPANY 

MICHIGAN  GAS  UTILITIES  COMPANY 

NATIONAL  FUEL  GAS  DISTRIBUTION  CORPORATION 

NIAGARA  MOHAWK  POWER  CORPORATION 

NORTH  SHORE  GAS  COMPANY 

NORTHERN  INDIANA  PUBLIC  SERVICE  CORPORATION 

NORTHERN  MINNESOTA  UTILITIES 

NORTHERN  STATES  POWER  CO.  (WISCONSIN) 

OHIO  GAS  COMPANY 

ORANGE  &  ROCKLAND  UTILITIES.  INC. 

THE  PEOPLES  GAS  LIGHT  &  COKE  COMPANY 

PEOPLES  NATURAL  GAS  COMPANY 

THE  PEOPLES  NATURAL  GAS  COMPANY 

PIKE  COUNTY  LIGHT  &  POWER  COMPANY 

THE  RIVER  GAS  COMPANY 

ROCHESTER  GAS  &  ELECTRIC  CO. 

SOUTHEASTERN  MICHIGAN  GAS  CO. 

UNION  ELECTRIC  COMPANY 

VIRGINIA  NATURAL  GAS,  INC. 

WEST  OHIO  GAS  COMPANY 

WISCONSIN  GAS  COMPANY 

WISCONSIN  NATURAL  GAS  COMPANY 

WISCONSIN  PUBLIC  SERVICE  CORP. 

WISCONSIN  SOUTHERN  GAS  COMPANY 


State 

Illinois 

llliDois 

Michigan 

Kentucky 

Maryland 

Ohio 

Pennsylvania 

Virginia 

Ohio 

Pennsylvania,  Kentucky  and  West  Virginia 

West  Virginia 

Iowa 

Illinois 

Indiana 

Iowa  and  Illinois 

Indiana 

Michigan 

Michigan 

New  York  and  Pennsylvania 

New  York 

Illinois 

Indiana 

Minnesota 

Wisconsin  and  Michigan 

Ohio 

New  York,  Pennsylvania  and  New  Jersey 

Illinois 

Nebraska,  Iowa,  Minnesota,  Colorado  and  Kansas 

Pennsylvania 

Pennsylvania 

Ohio 

New  York 

Michigan 

Missouri  and  Illinois 

Virginia 

Ohio 

Wisconsin 

Wisconsin 

Wisconsin  and  Michigan 

Wisconsin 
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Appendix  B 
UDC  MEMBER  COMPANY  SERVICE  STATES 


STATEMENT  OF  THE  UNITED  FOOD  AND  COMMERCIAL  WORKERS 
INTERNATIONAL  UNION  AFL-CIO 

I  appreciate  this  opportunity  to  submit  for  the  record 
this  statement  in  support  of  the  Department  of  Labor's  fiscal  year 
1995  budget  proposals,  particularly  Secretary  Reich's  enforcement 
initiative  that  would  put  355  new  investigators  and  staff  employees 
to  work  enforcing  federal  employment  laws. 

The  UFCW  represents  over  1.4  million  workers  in  retail 
food,  food  processing,  and  other  industries.  Union  contracts 
protect  these  workers  from  wage  and  hour,  child  labor  and  other 
violations  of  federal  employment  laws.  However,  because  of  lax 
federal  enforcement  of  these  laws,  many  non-union  employers  violate 
the  law  with  impunity,  thereby  gaining  an  unfair  competitive 
advantage  over  employers  who  obey  the  law. 

This  competitive  advantage  is  significant,  particularly 
in  labor-intensive  retail  industries  where  profit  margins  often  are 
less  than  two  percent  of  sales.  For  example,  last  year  Food  Lion, 
Inc.,  one  of  the  nation's  fastest  growing  and  most  profitable 
supermarket  chains,  was  found  to  have  repeatedly  and  wilfully 
violated  federal  wage  and  hour  and  child  labor  laws,  and  was  forced 
to  pay  back  $13.2  million  in  unpaid  overtime  to  over  25,000 
workers.  Food  Lion  was  estimated  to  have  received  over  $65  million 
per  year,  approximately  one-third  of  its  total  after-tax  profit,  in 
unpaid  overtime.  An  unfair  competitive  advantage  of  this  magnitude 
can  destroy  a  law-abiding  employer. 
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Honest  employers  and  non-union  workers  must  rely  on  the 
Department  of  Labor  to  assure  a  level  playing  field  among 
competitors  and  preclude  industry  standards  from  being  driven  by 
the  lowest  common  denominator.  Unfortunately,  many  employers  and 
workers  now  question  the  wisdom  of  such  reliance  given  the  grossly 
inadequate  resources  DOL  has  to  perform  its  job. 

In  the  past  14  years,  DOL  enforcement  resources  have 
declined  by  19  percent,  while  its  enforcement  responsibilities  have 
increased  exponentially.  Yet,  in  that  time,  Congress  has  enacted 
six  new  major  worker  protection  laws,  all  enforced  by  DOL: 

■  Americans  With  Disabilities  Act  of  1990. 

■  Family  and  Medical  Leave  Act  of  1990. 

■  Worker  Adjustment  and  Retraining  Notification  Act 
of  1988. 

■  Employment  Polygraph  Protection  Act  of  1988. 

■  Consolidated  Omnibus  Budget  Reconciliation  Act  of  1985 
(COBRA) . 

■  Immigration  Reform  and  Control  Act  of  1990. 

In  addition,  during  that  time,  the  number  of  workplaces  and  workers 
protected  by  wage  and  hour,  child  labor  and  OSHA  laws  has  increased 
dramatically,  severely  straining  DOL's  enforcement  capabilities. 

At  the  present  time.  Congress  faces  a  credibility  gulf 
between  the  legislative  promises  it  has  made  to  American  workers  to 
protect  their  employment  rights,  and  its  willingness  to  invest  the 
funds  necessary  for  the  Administration  to  enforce  those  promises. 
The  $66.7  million  requested  by  Secretary  Reich  to  fund  this 
enforcement  initiative  is  modest  and  reasonable  given  its  goal, 
which  is  no  less  than  restoring  the  Department's  credibility  as  a 
protector  of  workers  rights  and  fair  competition  among  employers  in 
terms  of  labor  standards. 

We  respectfully  urge  that  the  DOL's  proposed  budget  be 
approved  in  its  entirety  as  a  wise  and  necessary  investment  in  the 
American  worker  and  the  American  workplace. 


STATEMENT  OF  THE  UNITED  STATES  CATHOLIC  CONFERENCE 

The  United  States  Catholic  Conference  (USCC)  speaks  on  behalf  of  the  nation's  more  than  8,500 
Catholic  elementary  and  secondary  schools,  2.5  million  students,  153,000  professional  educators 
and  the  millions  of  parents  who  support  them.  We  urge  you  to  provide  the  full  $41.4  million 
recommended  in  President  Clinton's  FY'95  budget  for  the  Chapter  1  "Capital  Expenses" 
provision  of  the  Elementary  and  Secondary  Education  Act.  These  funds  are  needed,  as  a  matter 
of  justice,  to  restore  Chapter  1  services  to  eligible  nonpublic  school  students  who  have  been 
deprived  of  them  since  the  Supreme  Court's  Felton  decision  in  1985. 

We  wish  to  take  this  opportunity  to  thank  Chairman  Harkin,  the  ranking  minority  member,  Mr. 
Specter,  and  each  member  of  the  Committee,  for  their  efforts  to  restore  full  Chapter  1  services 
to  all  eligible  nonpublic  school  students.  Since  1988,  your  support  has  secured  annual 
appropriations  for  Capital  Expense  Funds  beginning  with  $19.8  million  in  FY'89  to  $41.4 
million  in  FY'94.  These  funds  have  been  very  critical  to  the  Usk  of  restoring  full  Chapter  1 
services  after  Felton. 
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CHAPTER  1  AND  CATHOLIC  SCHOOLS: 

In  Chapter  1,  the  federal  government  demonstrates  its  determination  to  help  students  overcome 
the  disadvantages  of  both  lower  income  environment  and  educational  ability.  The  extra  resources 
Chapter  1  provides  are  a  valued  supplement  to  the  instruction  Catholic  schools  provide,  most 
especially  in  inner  city  schools.  It  is  particularly  egregious  when  students  eligible  for  such 
services,  who  would  receive  those  services  if  enrolled  in  a  public  school,  are  deprived  of  them 
solely  because  they  attend  Catholic  schools.  Parents  should  not  be  obliged  to  choose  between 
Chapter  1  services  and  the  quality  of  education  available  in  Catholic  schools.  Depriving  students 
of  such  essential  services,  simply  because  they  attend  religiously  affiliated  schools,  damages  the 
students  and  our  nation.  This  Committee,  and  Congress,  have  repeatedly  shown  that  they  share 
our  concern. 

Catholic  schools  have  demonstrated  a  particular  success  with  the  students  Chapter  1  attempts  to 
serve.  In  a  number  of  states.  Catholic  schools  have  a  higher  percentage  of  minority  students  than 
their  public  school  counterparts.  Nationally,  over  23  percent  of  Catholic  school  students  are  from 
ethnic  or  racial  minorities,  a  figure  comparable  to  the  public  schools  nationally.  A  very  high 
percentage  of  these  students  are  not  Catholic. 

Catholic  schools  have  an  enviable  record  for  effective  teaching.  The  drop-out  rate  in  Catholic 
high  schools  is  less  than  4  percent;  more  than  83  percent  of  Catholic  high  school  graduates  go 
on  to  postsecondary  education.  Minority  Catholic  school  students,  in  particular,  have  higher 
achievement  scores  than  similar  students  in  other  schools  in  reading  and  math  tests  administered 
as  part  of  the  National  Assessment  of  Academic  Progress  (NAEP)  over  the  past  decade. 

Catholic  school  Chapter  1  students  are  particularly  concentrated  in  the  lowest  income 
communities.  The  current  Chapter  1  implementation  study  found  that  53  percent  of  nonpublic 
school  students  are  in  the  most  poverty-impacted  quartile  of  school  districts,  compared  to  45 
percent  of  public  school  Chapter  1  students.  Nonpublic  school  Chapter  1  students  are  more  likely 
to  live  in  the  most  poverty-impacted  districts  in  the  country  than  public  school  Chapter  1 
students. 

NEED  FOR  CAPITAL  EXPENSE  FUNDS: 

In  1985,  the  U.S.  Supreme  Court  held,  in  Aguilar  v  Felton.  that  public  school  Chapter  1 
teachers  could  not  enter  the  premises  of  religiously  affiliated  nonpublic  schools  in  order  to 
provide  Chapter  1  services.  Administrators  had  to  quickly  devise  off-site  methods  of  serving 
approximately  185,000  students.  A  major  obstacle  was  the  cost  associated  with  the  rent, 
purchase  or  maintenance  of  facilities  and  similar  capital  expenses. 

There  is  disagreement  over  the  precise  number  of  students  served,  or  those  who  were  eligible 
but  lost  services,  or  those  who  should  have  been  served,  but  never  were.  But  all  agree  that 
services  have  not  recovered  to  t'ne  pre-Felton  numbers.  The  most  recent  year  for  which  reliable 
data  is  available  from  the  U.S.  Department  of  Education  shows  the  recovery  reached 
approximately  157,500.  The  Department  estimates  that  the  program  is  still  not  reaching 
approximately  25,000  nonpublic  school  students. 

Congress  stated  that  its  intent  with  the  Capital  Expense  provision  was  "to  restore  the  degree  of 
participation  of  private  school  children  in  Chapter  1  as  close  as  possible  to  the  time  before  the 
Aguilar  decision." 

PROBLEMS  WITH  USE  OF  CAPITAL  EXPENSE  FUNDS: 

Capital  Expense  funds  are  needed  to  sustain  the  degree  of  recovery  that  has  been  attained,  and 
to  expand  that  recovery  to  include  all  the  students  who  should  be  served.  But  it  appears  that  even 
when  funds  are  available,  they  are  not  necessarily  being  used  to  maximize  services  to  students. 

There  is  a  clear  failure  to  set  appropriate  priorities.  States  are  still  using  these  funds  to 
reimburse  districts  for  prior  expenditures.  A  number  of  states  returned  unspent  Capital  Expense 
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funds  but  other  states  easily  used  these  returned  funds.  Some  LEA's,  particularly  small  and  rural 
districts,  do  not  qualify  for  enough  funds  to  purchase  adequate  facilities  for  providing  services. 

The  question  of  program  quality  is  of  equal  importance.  There  is  a  serious  concern,  expressed 
in  the  report  from  the  Congressionally  mandated  National  Assessment  of  Chapter  1  Independent 
Review  Panel,  that  in  many  instances  the  quality  of  services  delivered  is  markedly  inferior  to 
what  is  needed  for  the  program  to  succeed  in  making  an  educational  difference.  While  some 
programs  are  very  good,  many  are  clearly  troubled. 

All  programs  require  that  the  student  is  to  be  "pulled  out"  of  the  home  classroom.  There  is 
common  agreement  that  this  approach,  even  in  public  schools,  is  disruptive  of  sound  educational 
progress.  Programs  that  take  place  outside  the  school,  where  students  must  travel,  are  especially 
disruptive  and  even  physically  dangerous.  A  1993  GAO  study  found  parental  rejection  of 
services  is  another  major  problem.  Much  of  this  rejection  is  based  on  the  parental  evaluation  that 
the  services  offered  are  viewed  to  be  of  poor  quality  or  disruptive  to  the  student's  overall 
education. 

The  use  of  computers  has  expanded  rapidly.  The  use  of  computers  requires  close  evaluation.  To 
be  most  effective,  computers  need  to  be  integrated  into  the  total  curriculum.  Unless  regular 
classroom  teachers  have  access  to  computer  resources,  the  computer  cannot  become  an  integral 
part  of  the  student's  course  of  study.  Often  the  placement  of  the  computers  forbids  the  presence 
of  a  teacher,  and  the  teacher  aide  who  is  present  may  not  be  involved  in  actual  instruction.  The 
computer  programs  often  only  provide  basic  education,  rather  than  providing  challenging 
educational  opportunities  for  the  student. 

Finally,  nonpublic  school  students  with  restored  services  receive  assistance  an  average  of  only 
3.5  days  a  week,  compared  to  5  days  in  the  public  school  program.  The  shorter  program  is 
predictably  less  effective,  especially  when  set  in  the  context  of  the  difficulties  Chapter  1  teachers 
have  in  planning  and  consulting  with  the  nonpublic  school  student's  regular  classroom  teacher. 

CONCLUSION: 

We  urge  the  Committee  to  recommend  the  full  funding  of  the  Capital  Expense  funds 
appropriation  request  of  $41.4  million  as  found  in  President  Clinton's  FY'95  budget  proposal, 
an  amount  equal  to  that  appropriated  in  the  FY'94  budget.  We  also  urge  that  the  Committee 
consider  fully  funding  Chapter  1,  as  well  as  work  to  improve  the  operation  of  Chapter  1 
programs,  in  order  to  be  better  able  to  reach  all  eligible  public  and  nonpublic  school  students, 
and  to  provide  programs  and  services  of  the  highest  quality  possible. 


STATEMENT  OF  THE  UNIVERSITY  OF  TEXAS  MEDICAL  BRANCH 

AT  GALVESTON 

Chairman  Harkin  and  Members  of  the  Appropriations  Subcommittee,  my  name 
is  Adrian  Perachio.   I  am  Professor  of  Otolaryngology,  Anatomy  and  Neuroscience 
and  Physiology  and  Biophysics  at  the  University  of  Texas  Medical  Branch,  Galveston 
(UTMB),  and  1  welcome  this  opportunity  to  testify  on  the  fiscal  year  1995  budget  for 
the  National  Institutes  of  Health.   The  international  leadership  of  America's  biomedical 
research  is  due  in  large  part  to  this  Subcommittee's  support  of  the  National  Institutes 
of  Health,  and  researchers  across  the  country  join  me  in  thanking  you  for  that  support. 

I  would  like  to  address  two  issues  of  general  concem  to  medical  researchers. 
The  first  is  the  status  of  graduate  training  for  basic  and  clinical  research.   My 
perspective  in  this  area  is  that  of  a  mentor  of  graduate  students  and  postdoctoral 
fellows  who  are  developing  careers  in  neuroscience.   In  addition,  I  am  the  Program 
Director  for  a  program  offered  by  our  institution  that  grants  a  degree  of  Master  of 
Medical  Sciences  and  is  designed  as  a  vehicle  for  postdoctoral  research  training  of 
young  physicians. 
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Several  disturbing  trends  have  developed  over  the  past  decade  that  signal  a 
potential  threat  to  our  international  status  as  leaders  in  biomedical  research.   Both  the 
number  and  quality  of  applicants  to  graduate  training  programs  nationwide  have 
declined.   This  is  especially  true  for  U.S.  citizens.   In  their  stead,  the  number  of  foreign 
nationals,  especially  those  from  emerging  Asian  nations,  has  increased  dramatically. 
Even  in  the  area  of  postdoctoral  training,  it  has  been  my  experience  that  the  vast 
majority  of  participants  in  our  Master  of  Medical  Science  program  are  visiting  foreign 
nationals.   The  reasons  for  these  trends  have  been  a  matter  of  considerable 
discussion  and  speculation  by  medical  academicians.   It  seems  clear  that  talented, 
prospective  U.S.  applicants  have  increasingly  abandoned  their  hopes  for  careers  in 
science  and  selected  medical  training  because  of  their  concerns  about  the  difficult 
challenges  for  career  development  in  biomedical  research  due  to  inadequate 
resources. 

The  disturbing  conclusion  that  may  be  drawn  from  these  observations  is  that, 
we  are,  at  one  and  the  same  time,  failing  to  entice  our  most  talented  young  people 
into  science,  while  simultaneously  investing  the  majority  of  our  training  resources  to 
the  future  benefit  of  our  potential  international  competitors. 

In  my  experience  as  a  mentor,  I  have  trained  pre-doctoral  graduate  students, 
medical  students,  residents  and  postdoctoral  fellows.   Among  the  brightest  of  those 
have  been  students  enrolled  in  a  program  for  the  combined  M.D.  and  Ph.D.   degrees. 
At  present,  UTMB  is  funding  this  program  with  its  own  resources.   This  program  is  of 
vital  importance  because:    1)  The  students  recruited  for  combined  degree  training  are 
significantly  above  average  in  talent;   2)  they  are  dedicated  to  careers  in  science  that 
will  bridge  interests  in  both  clinical  medicine  and  research.   Thus  they  offer  the  best 
hope  to  emerge  as  the  future  leaders  in  academic  medicine,  and  they  are  best  trained 
to  foster  both  the  fundamental  research  that  explores  new  avenues  as  well  as  the 
clinical  research  that  leads  to  implementation  of  basic  science  findings  to  improve 
health  care.   We  strongly  support  the  proposal  of  the  Federation  of  American  Societies 
for  Experimental  Biology  (FASEB)  Consensus  Conference  calling  for  the  expansion  of 
that  program  by  fifty  trainees  per  year  for  the  next  five  years.   This  will  provide  the 
backing  for  increasing  the  cadre  of  leaders  in  biomedical  research  in  the  next 
generation. 

UTMB  also  supports  FASEB  and  the  Ad  Hoc  Group's  recommendations  that 
NIH  training  programs  for  pre-doctoral  and  postdoctoral  fellows  be  continued  at  the 
1994  appropriated  level  of  15,022,  while  providing  cost  of  living  increases  for  stipends 
and  restoring  full  reimbursement  for  tuition. 

The  second  issue  of  concern  is  the  status  of  funding  for  biomedical  research  in 
general.   The  present  NIH  budget  has  led  to  several  well  recognized  problems  for  both 
new  and  estatjiished  investigators.   The  number  of  grant  applicants  that  can  be  funded 
has  steadily  decreased  in  recent  years.   In  the  past  several  NIH  funding  cycles,  the 
majority  of  review  panels  have  found  that  30-40%  or  more  of  the  applications 
represent  revised  resubmissions  from  highly  experienced  investigators  whose 
applications  for  continuing  funding  have  not  been  awarded  when  first  submitted.   This 
observation  points  to  two  consequences  of  the  restricted  NIH  budget:    1)  The  peer- 
review  process  is  hindered  because  Review  Panels  are  forced  to  make  choices 
among  equally  meritorious  applicants;  and  2)  the  momentum  of  productive  ongoing 
research  is  interrupted  and  in  many  instances  never  regained.   The  latter  means  that 
the  investment  made  in  the  research  of  established  and  productive  scientists  becomes 
compromised  when  their  grant  funding  lapses.   Young  investigators  in  training, 
observing  the  difficulties  of  their  senior  colleagues  have  begun  to  question  their  career 
prospects  in  science.   I  have  personally  observed  the  discouragement  of  new  clinical 
faculty  and  post-doctoral  fellows  who  despair  of  becoming  competitive  even  for  iheir 
initial  NIH  funding,  when  leaders  in  their  field  are  experiencing  such  difficulty. 
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Recently,  I  served  as  a  member  of  the  Program  Advisory  Committee  for  the 
NIDCD.   My  specific  area  of  expertise  is  related  to  that  Institute's  program  on 
disorders  related  to  the  inner  ear  organ  of  balance.   In  reviewing  the  Program's 
portfolio  of  funded  grants,  it  was  apparent  that  increased  funding  is  needed  to  support 
research  in  certain  areas  of  high  program  relevance,  especially  in  problem  areas 
having  to  do  with  basic  and  clinical  research  on  the  mechanisms  of  recovery  of 
function  following  disease  or  injury  resulting  in  permanent  loss  of  inner  ear  function. 
The  presently  funded  grants  in  that  portfolio  are  highly  meritorious.   Without  an 
increase  in  the  agency's  budget,  proposals  for  new  and  innovative  research  in  such 
critical  areas  will  be  forced  into  an  ultimately  counterproductive  competition  for  the 
restricted  resources  of  the  NIDCD. 

In  summary,  I  view  the  present  problems  of  research  training  and  restricted 
funding  for  biomedical  research  to  be  inextricably  linked.   We  support  an  increment  in 
NIH  funding  for  trainees  and  for  a  greater  number  of  research  project  grants. 
Specifically,  we  support  the  FASEB  Consensus  Conference  and  the  Ad  Hoc  Group's 
recommendation  of  an  increase  of  8.9%  in  the  NIH  budget  over  FY  94  appropriation. 
This  would  serve  1)  to  bolster  the  growing  need  for  a  balance  between  clinical  and 
basic  research,  2)  to  increase  the  number  and  level  of  support  for  medical  scientists  in 
training,  and  3)  to  encourage  the  development  of  future  leaders  to  keep  our  nation  in 
the  forefront  of  biomedical  research. 

The  future  is  full  of  opportunities  for  the  prevention  and  cure  of  disease,  for 
increasing  the  quality  of  life  and  for  the  economic  development  of  this  country.   We,  as 
researchers,  are  committed  to  our  contribution  toward  those  goals  with  the  help  and 
the  support  of  this  committee. 

Thank  you  for  your  consideration. 
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